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Introduction
Introduction to the Portfolio
The portfolio contains work carried out as part of a three year Clinical Psychology 
Doctorate at the University of Surrey (September 2000 -  September 2003).
It Is made up of two volumes. Volume I  Includes an academic, research and 
summarised clinical dossier. Volume I I  comprises the complete clinical dossier, and 
Is held In the Clinical Psychology department at the University of Surrey to maintain 
confidentiality.
Academic dossier
Academic Dossier
Adult mental health essay
Compare and Contrast Cognitive-Behavioural and Psychoanalytic 
Concepts of Depression in Adults and the Evidence Underlying each
of these Models.
December 2000 
Year 1
Adult mental health essay
Introduction
Williams (1992) states that around 12% of men and 20% of women are at risk of 
major depression, making it the most widespread mentai health problem today. 
Persisting changes In mood, cognition, behaviour and somatic states characterise 
clinical depression. This essay will focus on unipolar depression.
This essay alms to compare cognitive-behavioural and psychoanalytic concepts of 
depression in adults. There are various models of depression, encompassing the 
broad labels of cognitive-behavioural and psychoanalytic approaches. For example, 
cognitive-behavioural models Include: the Cognitive model (Beck, 1967, 1976); the 
Rational-Emotive model (Ellis, 1970); and the Learned Helplessness model (Sellgman, 
1975). Psychoanalytic approaches include; Freud's (1917) Interpretation that 
depression results from anger towards a loved person/object being turned In onto 
the Individual's own ego; Klein's (1934-1935) depressive position (HInschelwood, 
1994); and Interpersonal approaches (e.g. Klerman, Welssman, Rounsavllle & 
Chevron, 1984).
There Is Insufficient space In this essay to Include all of these models In an adequate 
manner. Therefore, Beck's Cognitive mode/ of depression (1967,1976) will be 
compared with the Interpersonal approach (Klerman et al., 1984).
Beck's Cognitive model of depression was selected over the other cognitive- 
behavioural models for the following reasons. The therapeutic approach derived 
from this model Is considered to be an effective treatment (e.g. Dobson, 1989: cited 
by Haaga, Dyck & Ernst, 1991) and is widely used by clinical psychologists for 
treating depression. It has substantial support from outcome research (e.g. Kovacs, 
Rush, Beck & Hollon, 1981). Empirical support is of Importance, particularly in a 
model regularly employed In clinical practice.
The Interpersonal approach to understanding depression was Included In this essay 
as Interpersonal Therapy (IPT; Klerman et al., 1984) for depression was Initially 
developed to Investigate the effectiveness of psychotherapy In relation to 
pharmacological treatment In research trials (Swartz, 1999), whereas more traditional
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psychoanalytic models (e.g. Freud, 1917; Klein, 1934-1935; cited by Hinschelwood, 
1994) have not undergone such empirical testing. Therefore, the Interpersonal 
approach provides a more balanced comparison with Beck's Cognitive model.
The therapies developed from both of these models are short-term time-limited 
therapies. With the recent Implementation by the government of Clinical Governance 
(Department of Health, 1997), it has been increasingly important to find treatments 
that are efficacious for the client, which are also cost-effective. Therefore short-term 
time-limited therapies are currently favoured by the NHS over more traditional 
psychoanalytic therapies, which further supports the inclusion of these models in this 
essay.
The Cognitive and Interpersonal approaches to understanding depression and the 
evidence for them will be outlined. Their similarities and contrasting aspects will then 
be discussed.
Beck's Cognitive Model of Depression
Beck originally practised in psychoanalysis (Salkovskis, 1996). However, he 
questioned some of the psychoanalytic formulations and so investigated the 
psychoanalytic theory of depression in order to demonstrate its value empirically. 
Paradoxically, it was this research that preceded the development of Cognitive theory 
of depression.
Beck (1976) identified three main components of the Cognitive theory of depression. 
The first is that an individual suffering from depression will experience Negative 
Automatic Thoughts (NATs). NATs are thoughts that repeatedly run through 
consciousness, characterised by themes of loss, which appear to have come "out-of- 
the-blue" (i.e. they are unintended and difficult to control). The NATs of a depressed 
individual are formulated by Cognitive theory into the Cognitive Triad. This 
encompasses the individual's negative view of (a) themselves (e.g. "I am a failure"), 
(b) the world (e.g. "England is a boring place to live"), and (c) the future (e.g. 
"Everything will always go wrong"). The theory asserts that NATs disrupt mood and 
subsequent NATs are generated, forming a 'downward thought affect spiral'
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(Williams, 1992).
The second component is that depressed individuals will interpret events using 
cognitive distortions. That is, proportions of their thoughts are negative biases or 
perceptive errors, which are usually accepted by the individual as valid. There are 
various categories of cognitive distortions, for example: overgeneralization (e.g. "If 
my boyfriend leaves me, nobody will ever want me"); dichotomous thinking (e.g. "I 
must be perfect to be successful, otherwise I am a failure") and personalisation (e.g. 
"If Td have given that homeless man some coffee yesterday, he wouldn't have 
died").
'Depressogenic schemas' are the third component of the theory. Schemas are 
general, long-lasting, attitudes or assumptions about the world (Williams, 1992), 
which enable the individual to classify current information into a structure developed 
by their past experiences. 'Depressogenic schemas' are latent and do not directly 
influence thoughts or feelings and may not be easily accessible to consciousness.
Beck (1987) states that these schemas "become hypervalent in depression and 
produce a systematic bias in the abstraction and interpretation of data."
In 1983, the role of personality was included in the theory. Two personality modes 
were identified: soclotropy - the individual places importance on positive social 
interactions, are socially dependent and concentrate on acquiring acceptance, 
intimacy, support and guidance from others; and autonomy - the individual places 
importance on independence and personal achievement (Beck, Epstein & Harrison,
1983). It was hypothesised that "relatively stable personality characteristics of 
sociotropy... and autonomy can serve as general predisposing factors in the 
aetiology, symptom pattern and response to treatment in depression" (Beck et al.,
1983). If  a stressor is congruent with an individual's personality, (e.g. 
possessiveness by a partner is congruent with autonomy), their 'depressogenic 
schema' is more likely to be activated, and precipitate depression. It should be noted 
that this can only be applied to reactive unipolar depression (Beck, 1987).
This brief outline of Beck's theory provides an insight into its main elements and 
more recent developments. A summary of the supporting evidence follows.
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Evidence for the Cognitive Theory of Depression
There is an abundance of empirical research that is cited as supporting Beck's 
Cognitive theory of depression. This essay will provide a short summary of the 
evidence relating to the components mentioned above.
Cognitive Triad
Various correlational studies have demonstrated that when individuals are feeling 
depressed they experience more NATs than when they are not depressed (Williams, 
1992). These studies support each aspect of the cognitive triad: negative view of the 
self; the future; and the world.
For example, Parry and Brewin (1988) investigated the relationship between negative 
cognitive style and depression employing a survey of mothers of young children.
They found support for the hypothesis that negative cognitions are symptomatic of 
depression. Myers, Lynch and Bakal (1989) demonstrated that severely depressed 
women recalled fewer positive (hypomanie) adjectives during depression than normal 
controls.
Lewinsohn, Larson and Munoz (1982) not only discovered that depressed people 
report more negative and fewer positive thoughts regarding themselves (although 
not about the world), but also that they have more negative and less positive 
expectancies about future events relating to themselves, (but not to 'world' events). 
Abramson, Garber, Edwards and Seligman (1978) also supported the hypothesis that 
depressed people are more hopeless about the future in a study of clinically 
depressed patients. They found that following failure on a skills task, depressed 
patients were less hopeful for future success than schizophrenic patients and normal 
controls.
Blackburn, Jones and Lewin (1986) provided evidence supporting the depressed 
person's negative view of the world. That is, depressed patients gained higher 
scores on the "world" subscale of the Cognitive Style Test than non-depressed 
(controls and anxious patients) and recovered depressed patients.
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Cognitive Distortions
There is some evidence for cognitive distortions in depression. Haaga et al. (1991) 
pointed out that there are only a few studies (e.g. Alloy & Abramson, 1979; 
Lewinsohn et al., 1980) that have investigated cognitive distortions on depression 
directly, although they do not necessarily support this association. For example.
Alloy and Abramson (1979) asked depressed and non-depressed individuals to 
estimate the contingency between their response and an environmental outcome. 
They found that depressed individuals estimations were accurate, whereas non- 
depressed individuals tended to overestimate the contingency when the non­
contingent outcomes were desired or frequent and underestimate when the 
contingent outcomes were undesired. Therefore, non-depressed participants 
demonstrated more cognitive distortions. However, Haaga et al. (1991) believe that 
these studies are not sufficient, as either only subclinical samples have been 
employed or they have "not measured perceptions of objective reality."
Gotlib (1983) offers support for the notion of cognitive distortions. His study 
indicated that (following identical written evaluations) clinically depressed patients 
recalled receiving more negative feedback compared with non-depressed control 
groups. Gotlib (1981) also discovered that depressed patients experienced 
discrepancies in the recall of self-punishment (overestimate) and self-reinforcement 
(underestimate) in contrast to accurate ratings from controls.
Hammen and Peters (1978; cited by Williams, 1992) indicated that not all depressed 
individuals are equally likely to experience cognitive distortions. That is, individuals 
with high numbers of stressful life events experienced lower levels of cognitive 
distortions than those with fewer stressful life events.
Schemas
As described earlier the 'depressogenic schema' are latent until they are activated by 
appropriate events. Cognitive theory suggests schemas have a causal role in the 
onset of depression. However, the notion that they are latent makes the 
measurement of their existence problematic prior to depression, which makes it 
difficult to refute their existence (Williams, 1992). Nevertheless, research 
investigating causality in cognitive theory is ongoing (e.g. Teasdale 1983; Hollon,
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DeRubeis & Evans, 1986), and a reciprocal relationship between cognition and 
depression may be more appropriate. That is, the 'downward thought affect spiral' 
(Williams, 1992) acts to maintain thoughts and depressed mood.
Mood induction studies using autosuggestion techniques have investigated the role of 
cognitions in the onset and maintenance of depression (e.g. Natale, 1977a, 1977b; 
Riskind, Rholes & Eggers, 1982; Teasdale & Bancroft, 1977). These studies have 
shown that self-depreciating autosuggestions have induced low/depressed mood. 
Some studies have shown that the suggestion of physical symptoms of depression 
can also be induced utilizing this method (Riskind et al., 1982; Teasdale & Bancroft, 
1977). These studies are important, as physiological responses are less likely than 
self-reported low mood to be affected by acquiescence (Sacco & Beck, 1985).
Personality modes
The evidence supporting Beck's notion of two personality modes as predisposing to 
depression is currently limited. There is more support for the sociotropic personality 
mode having a predisposing role than for the autonomy mode (Sato & McCann, 
2000). For example, Dozois and Backs-Dermott (2000) investigated how tapes 
describing episodes of rejection or failure influenced participants' (high or low on 
sociotropy) endorsement of positive and negative adjectives as self-descriptive. As 
predicted, having heard the rejection episode, individuals high on sociotropy 
identified more negative and fewer positive adjectives as self-referent.
Sato and McCann (2000) stated that there has been little support from the research 
for the link between depression and autonomy. Their study indicated that the items 
on the Beck Depression Inventory were associated with sociotropy measures, but not 
those of autonomy. They suggest that the lack of support may partially stem from 
the measures used.
The above section has provided a snapshot of the research supporting Beck's 
Cognitive theory and some of the issues regarding its limitations. The next section 
will outline Klerman et al.'s (1984) Interpersonal approach to understanding 
depression.
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Klerman et al/s (19841 Interpersonal Approach to Understanding 
Depression
IPT (Klerman et al., 1984) was developed as a brief psychotherapy for depression 
and is derived from psychodynamic origins (Bergln & Garfield, 1994). It was 
designed and evaluated for the treatment of depressed individuals (Klerman, 
Weissman, Rounsavllle & Chevron 1995). Its theoretical framework encompasses 
various sources, in particular, the work of Adolf Meyer (1957; cited by Rounsavllle, 
Klerman, Weissman & Chevron, 1985)), Harry %ack Sullivan (1953) and John Bowlby 
(1977; 1982).
Meyer (1957; cited by Rounsavllle et al., 1985) using a psychobiological approach, 
believed that a person's "psychological and interpersonal experiences" are important 
in understanding psychiatric disorders. He conceptualised psychiatric disorders as 
the way in which a person adapts to their changing psychosocial environment based 
on their early experiences and inclusion in social groups.
Sullivan, continuing the work of Meyer, used interpersonal theory to explain 
depression. He believed that "the need for reciprocal and mutually satisfying 
personal relationships" influences the majority of behaviour (Spanier & Frank, 1998). 
He also theorised that personality does not exist alone, but only exists within the 
interpersonal interactions an individual has with others (Greenberg & Mitchell, 1983). 
Relating this to psychiatric disorders, he believed that an individual may become 
depressed, for example, not only because of difficulties in his/ her social 
development, but also because the depression also consists of difficulties within 
social relationships.
Bowlby's Attachment Theory (1977; 1982) asserts that infants have an innate need 
to seek and maintain attachments, in order to achieve a safe and stable environment. 
An attachment is initially made with the primary care giver (e.g. mother) and then 
with other significant people. These primary attachment figures provide a 'secure 
base' for the child to explore his/her environment, secure in the knowledge that the 
'base' is available to return to (Bowlby, 1988; cited by Gomez, 1997). Therefore, the 
attachment bond operates as a 'survival function'. The child develops an 'internal
10
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working model' which is based on the quality of the 'secure base' and consequently 
his/her level of security during exploration. This model is asserted to be the basis on 
which interpersonal interactions are interpreted. Bowlby (1982) indicated that 
adverse separation from or loss of the attachment figures can bring about emotional 
distress including depression. He also believed that psychopathology resulted from 
the individual's difficulties making and maintaining attachments, which derived from 
experiences with attachment figures throughout their lives (Bowlby, 1977). 
Specifically, Bowlby (1969; cited by Klerman et al, 1984) states that when 
attachment bonds are lost, individuals are vulnerable to depression.
These theories form the foundation of IPT, which focuses primarily on the individual's 
current interpersonal functioning in relation to their current symptomatology. It aims 
to reduce the individual's symptoms and ameliorate the social functioning. A medical 
model of depression is utilised to achieve these aims. This model views depression 
as "a number of specific symptoms of certain severity and persistence, which 
produce impairment and/or disability" (Rounsavllle et al., 1985), and is not part of 
normal functioning. Therefore, the individual is assigned the "sick role", that is 
someone in need of professional help. This entitles him/her to temporarily disengage 
from social pressures and allows for any current impairments.
The next section of this essay will focus on the empirical basis for the IPT framework 
for depression.
Evidence for the Interpersonal Approach to Understanding Depression
Klerman et al. (1984) draw on a large body of evidence, which underlies IPT. It has 
already been mentioned that Bowlby (1969; cited in Klerman et al., 1984) observed 
that disrupted attachment bonds predispose the individual to vulnerability to 
depression. This not only applies to loss of or separation from the primary 
attachment figure, but also from other significant attachment figures (Rutter, 1972; 
cited by Klerman et al., 1984).
The loss of a parent in childhood has been documented as a predisposing factor to 
vulnerability to depression in adulthood. For example. Brown, Harris and Copeland,
11
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(1977) found that the loss of the mother before aged eleven was related to a greater 
risk of developing depression. However, this may be an indirect relationship, as 
research has identified the direct influence as the quality of the parenting both before 
and after the loss (Tennant, Bebbington & Hurry, 1980; cited by Klerman et al.,
1984).
Henderson, Duncan-Jones, McAuley and Ritchie (1978) investigated the primary 
attachment groups of psychiatric patients (mainly depressed), versus matched 
controls. Both groups spent a similar amount of time with their group; however, the 
experimental group reported having fewer attachment figures and good friends.
They also believed that they did not receive sufficient support from their primary 
attachment figures. Therefore the Individual's perception of the adequacy of their 
interpersonal relationships appears to be of importance, rather than the actual 
availability of them. Therefore, Henderson (1981; cited by Klerman et al., 1984) 
suggested that "neurotic symptoms emerge when persons consider themselves 
deficient in care, concern, and Interest in others".
From the above evidence, it is indicated that subjective as well as objective evidence 
of good quality attachment bonds and interpersonal relations are important factors in 
protection from the onset of depressive disorders. Klerman et al. (1984) point out 
that a family history of psychiatric disorders is often observed among depressed 
children. They also identify research looking into the effects of depressed parent on 
their children. For example, Rolph and Garmezy (1974; cited by Klerman et al.,
1984) noted that children of depressive mothers exhibited more withdrawn and 
socially Isolated behaviour than controls. Weiner et al. (1977; cited by Klerman et 
al., 1984) found that eleven percent of children of depressed parents experienced 
five or more depressive symptoms compared with none in the control group.
Strong social supports have also been identified as a defence against vulnerability to 
depression by Brown and Harris (1978). Specifically, Brown et al. (1977) found that 
an intimate and trusting relationship with a man, typically the husband, provided 
protection against the development of depression.
The link between life stress, in particular stresses relating to interpersonal events, 
and onset of depression has been regularly documented (Rounsavllle et al., 1985).
12
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For example, Paykel, Myers, Dienelt, Klerman, Lindenthal and Pepper (1969) found 
that during the six months prior to onset of depression, participants had experienced 
more undesirable stressful life events than matched controls. Marital discord was 
indicated to be the most widespread stressful life event before the onset of 
depression.
However, the direction of the link between life stress and onset of depression is not 
clear. That is, although in some cases the stressful life event may be a contributing 
factor to the onset of depression, in others the life event may be the consequence of 
depression (Klerman et al., 1984).
Briscoe and Smith (1973; cited by Klerman et al., 1984) investigated the likelihood 
that depression is an antecedent of divorce. They found that 32% of divorced 
individuals in their sample (N=139) met the criteria for unipolar depression. They 
also identified that depression following divorce was significantly more likely if the 
individual had suffered from depression before the divorce. Forty-five of the 
participants related their depressive symptoms to precipitating events. In seventeen 
of these, the depressive symptoms were viewed as contributing to divorce.
Weissman, Paykel, Siegel and Klerman (1971) investigated the social role 
performance of acutely depressed women compared with matched controls. The 
study identified that the depressed women experienced significantly more 
impairments in all their social roles including intimate interpersonal relationships.
This demonstrates that interpersonal relationships can become impaired following 
onset of depression, as well as being antecedents to it.
This concludes the presentation of the evidence supporting the IPT model of 
depression. The comparable and contrasting aspects of this and Beck's model will 
now be discussed.
Comparison of Beck's Cognitive Theory and Klerman et al/s Interpersonal 
Approach to Understanding Depression
Although these two models are born out of diverse theoretical routes, there are some 
aspects that are similar and may be comparable. The areas this essay will look into
13
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are: schemas versus the 'internal working model'; personality; and therapeutic 
techniques.
Schemas Versus the 'Internal Working Model'
Both of these theoretical concepts are based on the idea that our current experiences 
are interpreted and then acted on via long-standing perception of the world 
developed in childhood. That is, schemas are "general, long-lasting attitudes or 
assumptions about the world" (Williams, 1992), which enable our understanding of 
current events by comparing them with the appropriate schema. The 'internal 
working model' is developed in childhood during early attachments and is the basis 
on which all new interpersonal interactions are interpreted.
It appears that schemas are a much more general construct than the 'internal 
working model'. They are not specific to one type of experience, whereas the latter 
relates specifically to attachment experience. It may be that Beck would interpret 
the 'internal working model' as an 'attachment schema', although this is purely 
speculative.
More specifically. Beck's 'depressogenic schemas' may be comparable with Bowlby's 
concept of an insecure 'internal working model', developed from insecure 
attachments with primary attachment figures. That is, an insecure 'internal working 
model' may predispose an individual to depression (among other psychopathologies) 
(Blatt & Maroudas, 1992) and Beck asserts that 'depressogenic schemas' are 
predisposing to depression. However, Beck believes that the schema is latent until it 
is activated and this triggers a depressive episode. Conversely, Bowlby's 'internal 
working model' is present during interactions with others, and the insecure model 
may simply predispose but not trigger depression.
Personality
Beck introduced sociotropic and autonomous personality modes to his theory of 
depression in 1983. Although not an explicit aspect of Klerman et al.'s interpersonal 
approach, personality is viewed as important within IPT as a result of it being a 
predisposing vulnerability to depression and problems in interpersonal functioning 
(Klerman et al., 1984) and IPT's theoretical foundations. Personality is an important
14
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component of Bowlby's theory, as he suggests insecure attachment personality types 
may lead to the development of various psychopathologies, including depression 
(Blatt & Maroudas, 1992). Sullivan theorised that personality only exists within the 
interpersonal interactions an individual has with others (Greenberg & Mitchell, 1983).
Blatt and Maroudas (1992) draw a comparison between Beck's sociotropic and 
autonomous personality modes and Bowlby's anxious-ambivalent (resistant) and 
anxious-avoidant types of insecure attachment, respectively. They suggest that the 
patterns of behaviour characteristic to each mode or type parallel one another. That 
is, sociotropic and anxious-ambivalent individuals will experience the need for 
dependency, anxiefy (related to rejection) and guilt. Autonomous and anxious- 
avoidant individuals, on the other hand, appear self-reliant, independent and distant 
from others, showing little desire to relate to other individuals.
In both theories, these personality types/modes, are hypothesised to make an 
individual more susceptible to depression. However, as stated earlier, the current 
research providing support for this is limited.
Therapeutic Techniques
There are some similarities in the therapeutic techniques utilised when putting these 
theories into practice, of which a few will be discussed here. There are also elements 
that distinguish the two approaches, but they will be looked at in the next section.
Firstly, they are both short-term time-limited therapies. IPT runs for 12-16 sessions 
(Weissman, Klerman, Rounsavllle, Chevron & Neu, 1982) and cognitive behavioural 
therapy (CBT) runs for 6-20 sessions depending on how well the client coped before 
becoming depressed (Fennell, 1989). As mentioned earlier the current trend in the 
NHS is to provide effective yet cost-effective services (Department of Health, 1997) 
and this clearly applies to Psychology services. Therefore, effective (evaluated) 
short-term psychological treatments are becoming the treatment of choice.
Another characteristic of both these therapies is their "here-and-now" focus. That is, 
they both concentrate on the current difficulties and symptomatology the individual is 
experiencing (Blatt & Maroudas, 1992; Klerman et al., 1984). They both
15
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acknowledge the need to gain information about the individual's history that may be 
relevant to the current problem (e.g. previous relationships and life events)
(DeRubeis, Hollon, Evans & Bemis, 1982). It appears that this focus is a necessary 
aspect of short-term therapies, as an in-depth investigation into a person's history is 
time consuming, and is much more characteristic of traditional psychoanalytic 
therapies.
CBT is a collaborative therapy (Beck et al., 1979). Traditionally, psychoanalytic 
therapies used more 'free association' techniques, which required a minimal level of 
overt activity from the therapist (Beck et al., 1979). However, this is another aspect 
where IPT diverges from its roots towards a more collaborative/active approach. 
Again, this may be partly resultant of the limitations of short-term therapy. However, 
research has indicated that CBT is still more co//aborative and active than IPT. For 
example, one study found that cognitive therapy sessions contained more therapist 
words during each of the client's narratives than in IPT (Crits-Christoph, Connolly, 
Shappell, Elkin, Krupnick & Sotsky, 1999).
Contrasting Aspects of Beck's Cognitive Theory and Klerman et al.'s 
Interpersonal Approach to Understanding Depression
The final section of this essay will identify and discuss some of the contrasting 
aspects of these models; emphasis; causality; and therapeutic techniques.
Emphasis
Emphasis is arguably the most important contrasting aspect of these models. 
Emphasis refers to the main focus of each of the theories. That is. Cognitive 
Theory's emphasis is cognitions, and the Interpersonal approach's emphasis is 
interpersonal interactions and relationships. Both of these models have substantial 
support from the research validating their rationale, a proportion of which has 
already been outlined.
Cognitions and interpersonal interactions are two very diverse aspects of individual 
functioning. Cognitions are internally based and interpersonal interactions are clearly 
externally based in the environment. However, it is important to note that cognitions
16
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may be affected by the environment (Beck, 1976) and interpersonal interactions are 
partially mediated by internal processes (e.g. Bow/by, 1982).
As a result of this and the empirical support for both theories, it is difficult to 
ascertain which (if either) is the more appropriate focus for understanding 
depression. The research evidence certainly seems to suggest that both cognition 
and interpersonal interactions play a role in depression, both in terms of a 
predisposing vulnerability and as possible maintaining factors (e.g. Paykel et al.,
1969; Teasdale, 1983; Weissman et ai., 1971).
Also both of these models are acquiring support from outcome studies from the 
therapies devised from them (e.g. Klerman, DiMascio, Weissman, Prusoff & Paykel, 
1974; Kovacs et al., 1981). This also supports the notion that both cognitions and 
interpersonal interactions are important in the understanding of depression.
However, in terms of therapy for depressed individuals, it may be useful to 
investigate which focus is more appropriate for different groups (e.g. personality 
types). For example. Barber and Muenz (1996) found that cognitive therapy (CT) 
was more effective than IPT for treating depressed individuals with a highly avoidant 
personality and IPT was more effective than CT for depressed individuals with highly 
obsessive personalities.
In summary, it appears that both cognitions and interpersonal interactions are useful 
ways of understanding depression. Therefore, rather than the question: which is the 
better way of treating depression, it may be more appropriate to understand where 
each concept is most appropriately applied.
Causality
The question of causality has already been alluded to in the discussion of the 
evidence supporting cognitive theory (Teasdale, 1983). The theory suggested that 
schemas play a causal role in the onset of depression as well as a maintenance role 
(Sacco & Beck, 1985). This contrasts with the interpersonal approach as Klerman et 
al. (1984) do not assume causality within their framework (Weissman & Markowitz, 
1998). They suggest that insecure attachments and problematic interpersonal 
relationships may be predisposing vulnerability factors to depression, but they do not
17
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believe that any one causes the other.
This difference between the models may account to some extent for the amount of 
literature regarding the Cognitive mode/ in terms of causality (e.g. Coyne & Gotlib, 
1983; Haaga et al., 1991; Williams, 1992). That is, it is much more difficult to argue 
for a causal link than an associative one, and consequently the argument against the 
causal link is likely to be easier.
Therapeutic Techniques
As mentioned in the previous section, there are some contrasting aspects in the 
application of these theories to therapies, some of which are outlined here.
The major difference between the therapies is the emphasis, i.e. cognitions and 
interpersonal interactions. As this has been discussed, it is adequate to say that CBT 
explores the individuals NATs, beliefs and assumptions, and IPT investigates their 
interpersonal interactions in relation to their current difficulties and sympomatology.
IPT utilises the medical model in therapy, identifying and explaining depression to the 
client and giving them the "sick role". The depression is then related to the 
interpersonal context (Klerman et al., 1984). CBT differs from this in two ways. 
Firstly, the CBT therapist encourages the client to be collaborative and active from 
the start by setting homework (Beck et al., 1979). This differs from the "sick role", 
where the client is given permission to disengage from their social pressures. 
Secondly, the CBT therapist spends more time educating the client about cognitive 
theory and relating to the client (Beck et al., 1979). Conversely the IPT therapist 
does not introduce theoretical aspects of the approach, but related the client's 
depression to their interpersonal difficulties (Klerman et al., 1984).
Finally, IPT describes four problem areas, which serve to formulate the problems and 
provide treatment strategies (Klerman et al., 1984). The four areas are; grief; 
interpersonal disputes; role transitions; and interpersonal deficits. CBT, in contrast, 
does not identify specific problem areas for treatment, although these are identified 
during assessment.
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Conclusion
This essay has outlined one cognitive behavioural and one psychoanalytic concept of 
depression. Beck's Cognitive Model and Klerman et al/s Interpersonal approach, 
respectively. It has presented the evidence for these models. Finally, it discussed 
their comparable and contrasting aspects.
Both theoretical frameworks are well supported by empirical evidence, although 
some aspects of Beck's model are less well supported, for example, the negative 
view of the world (e.g. Lewinsohn et al., 1982) and cognitive distortions (e.g. Alloy & 
Abramson, 1979). However, as previously mentioned Cognitive theory proposes 
some causal links between its components, whereas, the Interpersonal approach 
simply suggests associations b^ween interpersonal difficulties and depression, which 
are empirically supported (e.g. Henderson et al., 1978; Weissman et al., 1971).
It is also clear from the research evidence that both cognitions and interpersonal 
interactions p/ay important roles in understanding depression, whether causal or 
associative (e.g. Paykel et al., 1969; Teasdale, 1983; Weissman et al., 1971). This 
suggests that it may be appropriate for Clinical Psychologists to utilize both concepts 
when assessing an individual presenting with depression, as both aspects may be 
important for consideration in the formulation.
Both approaches include personality modes/types as being predisposing vulnerability 
factors to depression (Beck et al., 1983; Klerman et al., 1984). It would be useful if 
the comparisons made by Blatt and Maroudas (1992) could be confirmed, so that 
there may be a consensus and clarity when discussing particular personality types in 
relation to depression.
Finally, it is also important for both the therapies devised from these frameworks to 
continue to be evaluated in terms of their effectiveness. This is clearly useful in 
terms of Clinical Governance (Department of Health, 1997), ensuring that clients are 
receiving quality treatments. However, it is important that other longer-term 
therapies are also evaluated, as there will undoubtedly be individuals who will attain 
greater benefits from this type of treatment.
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Introduction
There is greater awareness of people with learning disabilities being vulnerable to 
sexual abuse in recent years. A combination of factors is responsible for increasing 
this awareness, including the recognition that people with learning disabilities have 
the same rights (Department of Health (DoH), 2001), including sexual rights, as non­
learning disabled people. Also, sexual abuse in the general population has received 
greater recognition (Fenwick, 1994a).
Definition
It is important to d^ne sexual abuse both for the purpose of this essay, and to 
facilitate the consistent and reliable identification and reporting of sexual abuse by 
clinical psychologists, other professionals, carers and individuals with learning 
disabiiities. Currently, the general consensus is that "sexual abuse occurs where 
sexual acts are performed on, or with, someone who Is unwilling or unable to 
consent to those acts" (Brown and Turk, 1992, p46). There is less agreement about 
what specific acts constitute sexual abuse. Definitions range from "attempted or 
coerced intercourse" (Chamberlain, Rauh, Passer, McGrath and Burket, 1984, cited 
by Brown and Turk, 1992, p46), to both contact and non-contact acts of abuse 
(Brown and Turk, 1992), outlined in Table 1.
Non-contact abuse Looking, photography, indecent exposure, harassment, serious teasing or innuendo.
Contact Abuse Touch e.q. of breast, genitals, anus, and mouth.
Masturbation of either or both persons.
Penetration or attempted penetration of vagina, anus, 
mouth with or by penis, fingers, other objects.
Table 1: Definitions of contact and non-contact abuse. (Brown and Turk, 1992, p47).
Table 1 should not be viewed as a hierarchy of sexual abuse in terms of severity, as 
each act can be equally distressing depending on the context.
Prevalence
Khemka (2000) reported a number of studies Indicating that people with learning 
disabilities are more vulnerable to sexual abuse than the general population. Turk
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and Brown (1993) reviewed prevalence studies of sexual abuse in the learning 
disabled population, ranging from 8% to 58%, depending on the methodology. For 
example differences in definitions of sexual abuse partly accounted for the diverse 
results. Their study approximated 940 new incidences of sexual abuse of adults with 
learning disabilities in Britain each year (Turk and Brown, 1993).
In the majority of reported cases, the perpetrator of sexual abuse is male and victims 
are female. For example, Brcywn and Turk (1994) found that over 97% of 
perpetrators were men, and of the victims, 73% were women. It may be that more 
men with learning disabilities are sexually abused: as Thompson (1994) suggests, a 
man who has been abused is more likely to say he wanted it, than acknowledge it 
and view himself as weak and a failure.
The vast majority of perpetrators are known to the victim (e.g. other service users, 
family members, and staff) (Turk and Brown, 1993).
Brown and Turk (1994) looked at the incidence of sexual abuse related to severity of 
learning disability. They found that 19.6% of victims had severe to profound 
learning disabilities, 40.2% had severe/moderate to moderate learning disabilities 
and 40.2% had mild to borderline learning disabilities. Therefore, they concluded 
that 60% of the victims were legally unable to consent to sexual intercourse^
Abuse of Power
Prevalence information clearly highlights the vulnerability of people with learning 
disabilities to sexual abuse. Sexual abuse should also be highlighted as an abuse of 
power (Brown and Turk, 1992). This is particularly relevant, as people with learning 
disabilities already experience relationships with power imbalances present. For 
example people whom they depend on and need to trust: care-giving relationships, 
friendships with more able individuals, relationships with professionals, etc.
However, many individuals with learning disabilities have little choice about where 
they live and who cares for them.
 ^ See discussion of capacity to consent (p 8).
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Vulnerability
Low self-esteem impacts on their vulnerability, as they may not have been valued 
during their upbringing (Moss, 1998). The experience of sexual abuse further 
reinforces low self-esteem (Wilgosh, 1994).
Many people with learning disabilities also experience communication difficulties 
(Fenwick, 1994a). As the victim is the commonest source of disclosure, sexual abuse 
may be under-reported (Brown and Turk, 1994), and those unable to disclose abuse 
may not receive appropriate treatment (Fenwick, 1994a).
Sexually abused or sexually abusing?
Evidence shows that some Individuals who sexually abuse have been abused 
themselves (e.g. Sgroi, 1989, cited by Thompson and Brown, 1997). Therefore, this 
essay will focus primarily on individuals who have been sexually abused, as there is 
insufficient space to cover both groups comprehensively.
The ecological model of sexual abuse
The ecological model of sexual abuse of people with learning disabilities (Sobsey,
1993) focuses equally on the interaction between the person being abused and the 
abuser (the microsystem), the environment (the exosystem) and the cultural setting 
(macrosystem). Sobsey (1993) states that "society's response to disability may be 
more important than the disability itself in increasing vulnerability, and... 
interventions must be aimed primarily at systems rather than individuals" (p 103).
The Role of the Clinical Psychologist
Sobsey's model provides a framework for the clinical psychologist's role (Moss,
1998): interventions should be focussed at each level of the model - the 
microsystem, exosystem and macrosystem. McCarthy (1998) also supports action at 
the individual, collective, practice and policy levels to protect women with learning 
disabilities from sexual violence. This essay considers the clinical psychologist's role 
at the individual, environmental and cultural levels.
Services, including Clinical Psychology services, should take a more proactive stance
29
Learning disability essay
regarding the sexual abuse of adults with learning disabilities (Brown and Turk,
1994). As sex among people with learning disabilities has been a taboo and they 
have often been treated as asexual (Moss, 1998), proactive work at cultural and 
environmental levels is required. The primary goal of proactive work is protection 
against further sexual abuse, and so if effective, incidence and prevalence rates 
should fall.
Reactive work with individuals who have been sexually abused and their environment 
(e.g. with carers) is also of vital importance. Therefore both proactive and reactive 
roles of the clinical psychologist will be outlined.
Individual Level fMicrosvstemI 
Proactive Work
A range of work at the individual level could be implemented to aid prevention of 
sexual abuse. For example, sex education (e.g. McCarthy, 1992), assertiveness 
training (ARC/NAPSAC, 1993; Singer, 1996), developing decision-making skills 
(Khemka, 2000) self-advocacy (ARC/NAPSAC, 1993) and sexual abuse prevention 
skills training (Miltenberger, Roberts, Elllngson and Galensky, 1999; Singer, 1996) for 
all individuals with learning disabilities could aid protection from sexual abuse.
Ideally, courses could run in schools for children with learning disabilities and in day 
centres for adults, so they acquire the knowledge and skills as early as possible to 
help prevent abuse. Potentially, clinical psychologists could devise the training 
packages and set up specialist teams to provide training. Alternatively, teachers and 
day centre staff could run the courses with clinical psychologists as consultants.
Studies have investigated the effectiveness of training for people with learning 
disabilities. One examined increases In knowledge following a nine-month sex 
education programme with individuals with mild or moderate learning disabilities 
(Lindsay, Bellshaw, Culross, Staines and Michie, 1992). Compared with controls, 
increases in knowledge about a variety of subjects (including masturbation, 
intercourse and pregnancy) occurred and were generally maintained at a three- 
month follow-up.
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A training programme of sexual abuse prevention skills to women with learning 
disabilities was evaluated, which included behavioural skills training around Issues of 
sexual behaviour and sexual abuse and in situ training to aid generalisation to 
naturalistic settings (Miltenberger et al., 1999). Results indicated that behavioural 
skills training led to the acquisition of sexual abuse prevention skills, but additional in 
situ training was required before skills were generalised to in situ assessments.
Both studies reported successful outcomes overall. However, they suggest a need 
for long-term training (e.g. a nine month course (Lindsay et al., 1992), or extra 
training until assessments are passed (Miltenberger et al., 1999)).
All the training programmes discussed could be used as reactive work following an 
incident of sexual abuse (e.g. McCarthy, 1992). However, the aim would be 
prevention of further abuse, and would not suffice as a reactive intervention for an 
individual who has been abused. The following section includes appropriate 
interventions following abuse.
Reactive Work
This section will discuss both the assessment and intervention roles of the clinical 
psychologist. In terms of assessment, the identification and detection of sexual 
abuse and the assessment of capacity to consent will be considered. Various 
treatment interventions and their evidence base will be examined.
Assessment
As already stated, a standard definition of sexual abuse is required to ensure 
consistency in reporting abuse. That is, to identify abuse, it is necessary to know 
what it is. However, even with wide awareness of the definition, detection of abuse 
is still problematic (e.g. Fenwick, 1994a; 1994b). Verbal victim and witness accounts 
simplify detection; however, a clinical psychologist may need to assess whether 
abuse has occurred when the 'victim' has communication difficulties and abuse is 
suspected.
Fenwick (1994a) outlines signs that may indicate sexual abuse in adults with learning
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disabilities. These include physical/medical, behavioural (e.g. changes in behaviour, 
development of challenging behaviour and/or sexual behaviour), and 
emotional/psychological signs (e.g. symptoms of Post-traumatic Stress Disorder). 
Behavioural changes have been reported as the onset of anxiety or phobia or an 
increase in disruptive or aggressive behaviours, and only a small number of 
behavioural changes were sexual in nature (Brown and Turk, 1994).
Therefore, it is important to be aware of behavioural changes in people with learning 
disabilities, as in context they may be indicative (although not proof) of sexual abuse 
(Fenwick, 1994a). Table 2 outlines questions relating to behavioural/emotional 
changes to be answered during an assessment to determine the possibility that 
sexual abuse has occurred. However, even if the answers strongly suggest that 
abuse has occurred, it is not proven. Nevertheless, this does not prevent appropriate 
intervention being implemented, which would minimise the numbers of more severely 
learning disabled individuals receiving inappropriate or no treatment.
Questions to determine the possibility that sexual abuse has occurred.
1. Why has client reacted in this way? Had something traumatic happened to him?
2. If  something traumatic had happened, what were the indicators that it was a 
sexually abusive experience?
3. Were there any other possible stressors that could have caused him to react in this 
way?
4. Were there particular features about the environment that could have caused 
undue stress?
5. Were there certain predisposing factors that may have influenced the experience of 
this client?
Table 2: Adapted from Fenwick (1994b).
A clinical psychologist would also carry out the assessment of capacity to consent to 
a sexual relationship. Issues of capacity and consent are complex, so a brief 
overview will be described here.
Legally, it is an offence for any man to have "unlawful sexual intercourse with a 
woman who is a "defective"" (has a severe mental impairment) (Section 127 of 
Mental Health Act 1959, cited in ARC/NAPSAC, 1993, pl2), "for anyone to procure a
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woman who is a "defective" to have unlawful sexual intercourse" (Section 9(1) of 
Sexual Offences Act 1956, cited in ARC/NAPSAC, 1993, pl3), and for staff to have 
sexual intercourse with their patients (Section 128 of Mental Health Act 1959, cited in 
ARC/NAPSAC, 1993). Therefore, if these situations took place assessment of 
capacity to consent may not be necessary, as legally sexual abuse has occurred.
Capacity is "the ability of a person to make legally significant decisions about himself 
or herself" (Wong, 1997, p35). The legal standards for capacity are comprehending 
and retaining relevant information, believing it and weighing it in the balance to 
arrive at a choice (Wong, 1997). Therefore, if a person is "unable to understand the 
information in broad terms and simple language, or... had failed to communicate his 
or her decision even after all practicable steps had been taken to communicate with 
the person" then they are legally without capacity at that time (Law Commission, 
1995, cited by Wong, 1997, p36). Therefore regarding sexual abuse, the person is 
without capacity to consent to sexual relations if they do not understand sexual 
behaviour and its consequences (see Brown and Turk, 1992).
Sexual abuse occurs if consent is withheld or if the person does not have capacity to 
consent, or if undue pressure and/or a power Imbalance precluding consent is 
present (Brown and Turk, 1992). These include the use of force, a weapon or threat 
of injury or a parental or familial relationship, a custodial or care-taking relationship.
However the reality of assessing capacity to consent presents a number of difficulties 
when assessing individuals for whom the presence of capacity is not clear (Wong, 
1997). Assessment involves direct investigation of the abilities required to make a 
particular decision at the time the decision needed to be made (e.g. understanding 
and retention of relevant information and reasoning skills). However, assessing for 
these decision-making skills In Individuals with learning disabilities Is problematic, 
especially if they have communication difficulties (Wong, 1997). Regarding sexual 
abuse, this assessment could not be done when the abuse occurred, nevertheless, 
should be carried out as soon after as possible.
Relationships between people with learning disabilities where the capacity of one is 
questionable should be considered. In this situation evidence of mutuality should be
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examined before action is taken (Brown and Turk, 1992). Such evidence includes 
both individuals seeking each other out, spending spare time together, sharing 
resources equally etc. Legally this relationship would be viewed as abusive, but 
evidence of mutuality may suggest otherwise, which /77a/indicate that the 
relationship be allowed to continue. This raises the issue of protection versus 
empowerment, which will be discussed later in the essay.
It is important to point out that these assessments would be in addition to a more 
generic assessment Involving both the client and those caring for him/her.
This discussion of the assessment of people with learning disabilities who have been 
abused has highlighted the fact that, although the law protects individuals who are 
severely learning disabled from abuse, detection remains particularly problematic in 
this group. Therefore, it seems imperative to further protect these individuals and 
raise awareness that abuse may be occurring. The clinical psychologist has a role in 
ensuring this happens, which will be discussed in later sections.
Intervention
Conventional therapies for the non-learning disabled population have been adapted 
for use with people with learning disabilities. For example, psychoanalytical 
psychotherapy (Sinason, 1992) and cognitive-behavioural therapy (Kroese, Dagnan 
and Loumidis, 1997). The adaptations should meet "the person's level of 
understanding, developmental level and social adaptability" (Mansell, Sobsey and 
Calder, 1992, p407). However, efficacy research regarding different theoretical 
models and types (i.e. individual, group etc.) of therapy for the sexual abuse of 
people with learning disabilities is limited. Therefore, clinical psychologists need to 
carry out efficacy studies of the models of therapy they apply. Some of the research 
currently available is outlined here.
In terms of individual therapy, Valerie Sinason has reported success using 
psychoanalytic psychotherapy with Individuals who have experienced sexual abuse 
(e.g. Sinason, 1990, cited by Wilgosh 1994; Sinason, 1999). However, it should be 
noted that this work has not been empirically tested. The efficacy of a 
psychotherapy treatment program for sexually abused "handicapped" children.
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including children with learning disabilities was evaluated (Sullivan and Scanlan,
1990). The program employed an eclectic approach, utilising non-directive and 
directive counselling, teaching, role-play, psychodrama and behaviour therapy. 
Seventy-two children with hearing-impairments participated in the efficacy study.
After one year they had significantly lower scores on the Child Behaviour Checklist 
than controls. This study is regularly cited in the literature of treatment for sexual 
abuse of adults with learning disabilities (Fenwick, 1994a; Wilgosh, 1994). However, 
its usefulness in this area is questionable, as the participants do not have learning 
disabilities.
In terms of group therapy, one study evaluated a survivors' group for women with 
learning disabiiities using a Person Centred Psychotherapeutic approach (Barber, 
Jenkins and Jones, 2000). Participants were seven women with mild to moderate 
learning disabilities and the group ran for ten sessions. The outcome was favourable 
on the self-esteem, depression and assertiveness measures, but was not maintained 
at follow-up. A ten-week course may not be sufficient to make lasting changes for 
people with learning disabilities who have been abused.
A recovery group for women survivors of sexual abuse with learning disabilities used 
a narrative therapy model (Clare and Grant, 1994). Therapeutic change was 
reported in three out of four participants. Wilgosh's (1994) review states that group 
psychoanalytic psychotherapy has been reported to be successful (Sinason, 1990) 
and group therapy has been advocated (Cruz, Price-Williams and Andron, 1988). 
Family therapy, not involving the perpetrator, has been recommended (Kolko, 1987, 
Lipovsky, 1991, both cited by Wilgosh, 1994). However, the efficacy of this model 
does not appear to be evaluated.
This brief review does not give a clear indication of the best model of therapy for 
supporting individuals who have been abused. Therefore, efficacy research is clearly 
required.
However, it is imperative that whatever model is employed, attention is paid to the 
power within the therapeutic relationship (British Psychological Society, 1995), as 
these individuals have experienced the weaker position in power imbalances, not only
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in their everyday lives, but also during the abuse. Gender issues should also be 
considered in therapy. Gender and power issues will be discussed further in the next 
section. It is also important for therapists to develop their non-verbal skills and to 
become sensitive to clients' non-verbal communication (Mansell and Sobsey, 1994, 
cited by Wilgosh, 1994).
With the exception of psychoanalytic psychotherapy (Sinason, 1990, cited by 
Wilgosh, 1994), the above work was carried out with individuals with mild/moderate 
learning disabilities. This suggests that individual treatment options are limited for 
those who are more severely learning disabled. This may be because the therapies 
require higher cognitive abilities and have not been adapted to accommodate this 
group. Therefore, clinical psychologists should endeavour to investigate more 
creative ways to provide individual therapy for these individuals.
This discussion of the clinical psychologist's role at an individual level has highlighted 
the difficulties detecting sexual abuse and providing individual therapy for individuals 
with severe learning disabilities. This suggests that more emphasis is required on 
those around them to protect them, which leads to the environmental level.
Environmental Level fExosvstemJ 
Proactive Work
If the emphasis Is on those supporting the Individual to protect them from potential 
sexual abuse, then carers and parents need to be provided with relevant knowledge 
and skills. However, the word 'protect' should not be misinterpreted as 
'overprotection', which results In the disempowerment of the individual.
Clinical psychologists can help provide the knowledge and skills to protect individuals 
with learning disabilities through training and the development of effective policies. 
Brown, Hunt and Stein (1994) described a "cri de coeur" from front line staff for 
more sexual abuse training (p401). They also state that without clear policies and 
training about sexual abuse, staff are unable to respond effectively to sexual abuse.
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Some staff training programmes have been evaluated regarding changes in 
knowledge and attitudes towards sexual abuse of adults with learning disabilities 
(e.g. Hames, 1996; Hogg, Campbell, Cullen and Hudson, 2001). Hogg et al., (2001) 
evaluated an open learning course for staff working with adults with learning 
disabilities. They found significant increases in knowledge and changes in attitudes 
following the course. Hames (1996) discovered that after a half-day course, day- 
centre staff had greater knowledge and awareness of the vulnerability to sexual 
abuse of people with learning disabilities. However, awareness of the risks to people 
with learning disabilities from staff was not raised. Hames (1996) suggested that if 
staff are unable to question colleagues, they may overlook or not recognise abuse. 
She proposes that training alone is not sufficient to alter such attitudes.
Brown (1991) discusses how experiential learning can facilitate the alteration of 
attitudes and beliefs. This provides staff with an opportunity "to relate the issues 
they face at work to their personal beliefs, experiences and struggles." (pl94).
As mentioned above, training should aim to increase knowledge, raise awareness and 
change attitudes (Brown et al., 1994). It should cover Issues such as vulnerability, 
signs of abuse, ways to deal with sexual abuse and the impact of abuse. Discussions 
of the impact of abuse on people with learning disabilities counteracts the belief that 
the abuse of these individuals is less damaging (Moss, 1998). Additionally, issues of 
power and gender should be discussed. Power and gender are not mutually 
exclusive, so there may be some crossover in the following discussion.
"Raising the abuse of power in staff team is inevitable if the reality of sexual abuse is 
to be made clear to staff" (Brown and Turk, 1994, p30). By definition the care-giving 
relationship is one of dependence and therefore, one of power (Brown, 1991; Brown 
and Turk, 1992). This is a difficult issue to accept when service models aim to 
empower by promoting rights, independence, choice and inclusion (DoH, 2001). 
Therefore, as Goldiamond (1974, cited by Brown and Turk, 1992, p50) cautioned, 
"we should not delude ourselves into thinking that we are... handing over control to 
the client: we are just as likely to be exerting covert control..." Brown (1991) 
describes a powerful training exercise, which allows participants to experience the
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Imbalance of power from the client's perspective, by getting themselves in touch with 
how they would feel in their client's position. Awareness of power differentials in any 
setting (e.g. care giving, therapy) with individuals with learning disabilities is one 
step closer to the prevention of abuse occurring (cf. BPS, 1995).
Discussing sexual abuse inevitably makes explicit gender Issues, due to perpetrators 
being predominantly male and the victims, predominately female (Brown et al.,
1994). This can create difficult debate, which may deflect from the fact that most 
perpetrators are men (Brown et al., 1994). There is a bias towards men reaching 
management positions and direct care staff are mainly women (Brown et al., 1994; 
Brown and Turk, 1994). However, as training is optional, few men sign up, which 
has the "effect of excusing men from looking at the issues, in terms of the client 
group, their responsibility for reporting and acting on allegations within the service" 
(Brown et al., 1994, p407). However, it is vital that men in management positions 
face these issues in order to protect their clients. Therefore, mandatory sexual abuse 
training for all staff may be appropriate. However, trainers (including clinical 
psychologists) need to be aware that talking to men about sexual abuse is different 
from talking to women, as different agendas and experiences are involved (Brown 
and Turk, 1994).
Brown and Turk (1994) state that some male staff are concerned about being viewed 
as abusers when providing personal care to clients and do not have good practice 
guidelines. Therefore, good practice guidelines and policies are required. Clinical 
psychologists can aid the development of sexual abuse policies, not only in residential 
homes, but also in all learning disability services (e.g. day centres, community teams, 
etc.). Brown et al.'s (1994) study found that staff want policy guidelines to be 
straightforward, to cover definitions, staff roles and responsibilities, how the law 
stands and how to protect their clients and themselves. McCarthy (1999) 
recommends a policy for all learning disability services to provide formal and informal 
sexuality support to the service users. On a cautionary note, it is important that the 
implementation of a policy is viewed as the beginning of the work to prevent abuse, 
and not the end (McCarthy and Thompson, 1996).
Parents of people with learning difficulties may also require support to help prevent
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abuse. Staff often view parents as overprotective regarding their son/daughter's 
sexuality (Brown, 1991). Hcywever, parents face complex, sometimes contradictory, 
issues relating to the sexuality of their son/daughter (Swain, 1996). One concern is 
protecting them from sexual abuse (Blakey, Frankland, Dix, and Farrell, 1996).
Clinical psychologists could provide parents with support and practical help to protect 
against abuse. For example, Blakey et a/. (1996) evaluated sex education workshops 
for parents of children with learning disabilities, and found that parents gained a 
greater knowledge and awareness of the sexual needs and feelings of people with 
learning disabilities.
Other professionals (e.g. community teams) also require training around issues of 
sexual abuse, as they will undoubtedly encounter it during their careers. In 
particular, clinical psychologists may attend further training as part of their 
commitment to Continuing Professional Development. However, because the issues 
are complex, those with a special interest in the sexual abuse of people with learning 
disabilities could develop specialist services to provide preventative work ar^ d 
specialist reactive work when sexual abuse occurs.
Reactive Work
Much of the proactive work discussed above may be carried out as reactive work. 
This may be a case of too little, too late. However, on the other hand, as sexual 
abuse is an issue of power where silence is often enforced, it would be difficult to 
eradicate abuse. Therefore, training, in response to a client being abused, for 
example, may enable staff to be more aware and better prepared if they were ever 
faced with coping with sexual abuse of their clients again. It may also be that these 
staff are more willing to discuss the issues more openly, because they have been 
faced with the painful reality (Hames, 1996).
The clinical psychologist may be requested to help provide support for the staff in 
residential homes where an Individual has been abused. The clinical psychologist 
could facilitate a debriefing session for the staff team in a group and/or individually. 
It may be appropriate to provide additional supervision for staff who have the 
specific responsibility of supporting the individual who has been abused. 
(ARC/NAPSAC, 1993).
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It is important that as a therapist or in a consultancy role, the clinical psychologist 
should also receive good supervision. In order to gain support and process the 
intellectually and emotionally complex issues raised by working with sexual abuse 
(Moss, 1998).
This essay has discussed both the proactive and reactive roles of the clinical 
psychologist at both the Individual ar\d environmental level. Ways of changing 
erroneous attitudes and beliefs have been touched on when discussing training for 
staff. However, both the individual and his/her environment are placed within a 
larger cultural system, which will affect the attitudes and beliefs of those within the 
system. Therefore, it seems relevant for the clinical psychologist to use his/her skills 
to affect change at the cultural level also.
Cultural Level (Macrosvsteml
Sobsey (1993) believes that cultural beliefs and attitudes about people with learning 
disabilities have a powerful Influence on the sexual abuse of individuals. He 
describes a number of cultural myths (some of which he cites Wolfensberger (1975) 
as discussing) and how they contribute to the vulnerability of people with learning 
disabilities to sexual abuse.
These myths include the idea that the quality of life of people with learning 
disabilities, life is not worth living, which leads to the myth that If a person's life Is 
already worthless, they cannot be further harmed by abuse. A second myth, 
stemming from the belief that people with learning disabilities are not sensitive to 
emotional and physical pain, is that people with learning disabilities who have been 
abused do not understand what Is happening to them and so they are not harmed by 
it. Sobsey suggests that this myth is reinforced by the learned helplessness of the 
individual, that is they have learned that there is no point in resisting as previously 
no one has come to their aid. Thirdly, the myth that people with learning disabilities 
pose a threat to society, has previously lead to their segregation from mainstream
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society, which lead to increased risk of sexual abuse. Lastly, the identification of 
people with learning disabilities as vulnerable, although not a myth, may lead 
offenders to believe that they will get away with it.
Changing attitudes and beliefs is not a simple task and Sobsey (1993) believes that 
education, experience and advocacy are Important vehicles for change. Some work 
has begun to take effect and is slowly altering cultural beliefs. For example, the 
concepts of Normalisation (Brown and Smith, 1992) and Social Role Valorisation 
(Wolfensberger, 1998), which suggest that people with learning disabilities should be 
able to live their lives In a manner which enables them to feel valued. They have the 
same rights as the rest of society, which includes the right to have relationships. 
These concepts have influenced practice in residential homes and have influenced 
government policies such as the White Paper: Valuing People (DoH, 2001).
In terms of public education. Clinical Psychologists could become involved in the 
development of education packages, for example, videos for schools, television 
programmes, information leaflets etc., to ensure that the portrayal of people with 
learning disabilities is realistic.
The move from hospital institutions to Community Care is almost complete, and so 
individuals with learning disabilities are accessing mainstream community services 
more readily. This has enabled members of society to gain experiences of people 
with learning disabilities that do not reflect the stereotype, (Sobsey, 1993).
Sobsey (1993) states that "direct advocacy is necessary to dispel the myths that 
support abuse." (p ll3 ). He believes that each time an abuse of an individual with 
learning disabilities is successfully challenged, these myths are closer to being 
dispelled. Therefore, clinical psychologists can help to ensure that individuals have 
independent advocates. This may be done by suggesting an advocate is found for 
the individual at Individual Program Plan/Person Centred Planning meetings and 
ensuring the action is followed up. However, in the author's experience, advocates 
are in short supply, which suggests the need for more funding for advocacy agencies. 
The clinical psychologist's role in this could be to carry out research to demonstrate 
incidences where advocacy has been a success and has been vital to individual's
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lives.
However, on a note of caution, it may be that the service models emphasising 
independence and rights which stem from the concept of Normalisation, do not 
appear to mesh well with the requirement for protection of individuals with learning 
disabilities (Brown et al, 1994; Brown and Turk, 1994). The White paper is called 
Valuing People (DoH, 2001), and as Brown and Turk (1994) state, "Valuing people 
means 'taking care' in every sense of that phrase... But the evidence of our survey is 
that services are not careful enough." (p34). It is therefore imperative that any 
concerns of sexual abuse are reported, as this is a primary duty of care those 
working with individuals with learning disabilities (ARC/NAPSAC, 1993). It is 
therefore part of the clinical psychologist's role to promote a balance between 
empowering clients and protecting them, as, if they are not protected against sexual 
abuse, then they will have difficulty feeling valued and empowered.
Future research
Part of the clinical psychologist's roie (British Psychological Society, 1998) is to carry 
out research to inform future practice and to inform the policy makers about relevant 
issues, which can in turn influence cultural beliefs. Research regarding efficacy of 
treatment and the importance of advocacy have already been mentioned. There is 
undoubtedly an infinite amount of research that is required, therefore the following is 
not a comprehensive summary, but it gives an impression of the range of areas that 
could be investigated.
The following issues within the area of sexual abuse of people with people with 
learning disabilities would be useful to research: the impact of abuse (Fenwick,
1994); how methods of intervention used in non-learning disabled practice can be 
applied to the learning disabled population; evaluation of training workshops for both 
clients and staff; the gender differences within sexual abuse training workshops to 
inform trainers; longitudinal research to understand the impact of sex education on 
the lives of individuals with learning disabilities (McCarthy, 1999); intervention 
strategies to maximise decision-making capacity to enable informed consent (Wong,
1997); the possible difficulties applying both Normalisation principles and the 
requirement for protection is necessary; and investigating the relationship between
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changes in cultural beliefs about people with learning disabilities and sexual abuse.
Conclusion
This essay has outlined some of the main aspects within the role of the clinical 
psychologist working with people with learning disabilities who have been sexually 
abused. It has used Sobsey's (1993) ecological model of sexual abuse to help define 
the role of the clinical psychologist. This determined three main levels of work: 
individual; environmental; and cultural. Both proactive and reactive ways of working 
have been discussed as important and have been outlined at both the individual and 
environmental levels.
At the individual level, proactive work, such as sex education and sexual abuse 
prevention workshops were discussed, and assessment and methods of intervention 
were considered. This highlighted the need for those around vulnerable people with 
learning disabilities to focus on protection against sexual abuse and so emphasised 
the importance of working from an environmental level.
At the environmental level, there is more focus on proactive work, for example, staff 
training (including power and gender issues), devising policies, work with parents 
and other professionals. It is acknowledged that this work may also be done as a 
reaction to sexual abuse that has already occurred. Reactive work might include, 
providing support to staff teams and if necessary extra supervision.
Finally, work at a cultural level was discussed. The importance of dispelling cultural 
myths about people with learning disabiiities to minimise the occurrence of abuse 
was focused on (Sobsey, 1993). The clinical psychologist could have roles within 
public education and developing advocacy services to help change cultural beliefs. 
Another important part of the clinical psychologist's role was to promote a balance 
between empowering clients (Normalisation principles (Brown and Smith, 1992)) and 
protecting them (duty of care (ARC/NAPSAC, 1993)).
Research was also discussed as an important part of the clinical psychologist's role, 
and potential areas of study were suggested.
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Anxiety Disorders in Childhood are Fundamentally Different from 
Anxiety Disorders in Adulthood.
Discuss yyith reference to the theory and treatm ent of two anxiety
disorders.
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The study of the theory and treatment of anxiety disorders in adults is well 
developed (e.g. Clark, 1986; Salkovskls, 1985; Salkovskis, Forrester and Richards, 
1998; Ballenger, 1999). Conversely, the investigation of anxiety disorders in children 
has a relatively short research history (Lodge and Tripp, 1995). Knowledge of the 
disorders in adulthood has informed their study in children. For example, 
phenomenological studies of disorders in chiidren have uti/ised diagnostic criteria and 
conceptualisations based on the adult literature (e.g. Nelles and Barlow, 1988; 
Ollendick, Mattis and King, 1994; Shafran, 2001). This work has highlighted 
differences between the age groups, which will be discussed throughout the essay.
The anxiety disorders selected for discussion will be Panic Disorder (PD) and 
Obsessive Compulsive Disorder (CCD). They have been chosen due to the wide 
literature base (PD) and currency of Investigation (CCD). These disorders will be 
outlined according to the Diagnostic and Statistical Manual for Mental Disorders - 
Fourth Edition (DSM-IV) criteria. The cognitive models of PD (Clark, 1986) and CCD 
(Salkovskis et al., 1998) will be described to explain how the disorders are 
understood to present in adults. The cognitive model has been chosen due to its 
wide application in clinical practice and the supporting efficacy literature for 
treatment (e.g. Acierno, Hersen and Van Hasselt, 1993; (Freeston, Ladouceur, 
Gagnon, Thibodeau, Rheaume, Letarte and Bujold, 1997; Van Oppen, De Haan, Van 
Balkom, Spinhoven, Hoogduin and Van Dyck, 1995). Finally, the theoretical and 
treatment literature will be outlined to identify the differences between the disorders 
in childhood and adulthood. For the purpose of this essay, childhood is taken as 
under 18-years-old. The reason for this is to facilitate exploration of a developmental 
theme. However, it should be noted that much of the OCD literature does not 
specify or compare child age groups, impeding this exploration. Nevertheless, 
developmental issues will be considered where possible.
Panic Disorder
Panic Attacks (PA) and PD with or without agoraphobia will be considered in this 
essay. PA are discrete periods of intense fear or discomfort, peaking within ten 
minutes, accompanied by at least four of thirteen somatic or cognitive symptoms 
(APA, 1994). These symptoms are: palpitations/accelerated heart rate; sweating;
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trembling/shaking; sensations of shortness of breath or smothering; feeling of 
choking; chest pain; nausea/abdominal distress; feeling dizzy/unsteady/light-headed; 
derealisation/depersonalisation; fear of losing control/going crazy; fear of dying; 
paresthesias; and chills or hot flushes (APA, 1994).
PD is characterised by "the presence of recurrent, unexpected Panic Attacks" (APA, 
1994, p397), followed by at least one month of either persistent concern about future 
attacks, worry about the implications of the attack or a significant behavioural 
change associated with the attacks (APA, 1994). Some individuals also suffer from 
Agoraphobia, which is anxiety of situations where escape is difficult/embarrassing or 
where help in the event of a PA Is unavailable (APA, 1994).
DSM-IV (APA, 1994) states that lifetime prevalence of PD with or without 
Agoraphobia is between 1.5% and 3.5%, with one-year rates between 1% and 2%. 
The age of onset for PD is variable, but commonly between late adolescence and the 
mid-thirties (APA, 1994).
The Cognitive Model of Panic
The Cognitive Model of Panic (Clark, 1986) illustrates an understanding of how PA 
and PD are developed. The model proposes that PA occur following the catastrophic 
misinterpretation of bodily sensations as more threatening than they are. For 
example, an increased heart rate could be interpreted as indicative of a heart attack. 
The perceived threat of physical sensations initiates a vicious cycle leading to a PA 
and ultimately PD. That is, a mild level of anxiety is evoked, accompanied by 
physical panic symptoms. These symptoms are misinterpreted catastrophically, 
producing further anxiety and its accompanying symptoms, which are once again 
catastrophically misinterpreted. This cycle culminates in a PA. This framework 
appears popular among researchers (see Ollendick et al., 1994) and therapies based 
on it have been found to be generally effective in adults (e.g. Acierno et al., 1993).
It is necessary to note that although the Cognitive Model of Panic requires 
catastrophic cognitions to trigger PA, the DSM-W (APA, 1994) criteria state that any 
four symptoms are necessary for a PA. Therefore, for a diagnosis of PA cognitive 
symptoms are not required to be present (Ollendick et al., 1994). This also holds
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true for PD. That is, PD can be diagnosed if the individual demonstrates significant 
behavioural change associated with the attacks, without having persistent concerns 
or worries.
The DSM-IV (APA, 1994) criteria for PA and PD with or without Agoraphobia, and the 
Cognitive Model of Panic (Clark, 1986) illustrate current understanding of panic in 
adults. This provides a basis upon which to compare the phenomenology of panic in 
childhood, to discover whether fundamental differences exist.
Comparison of PD in childhood and adulthood
Although PD in adulthood is well established in the literature (e.g. Acierno, et al. 
(1993) for a review), there has been a debate regarding the existence of PA and PD 
in childhood (Nelles and Barlow, 1988; Ollendick et al., 1994). Currently, it is widely 
accepted that adolescents do experience both PA and PD (see Ollendick (1998) for a 
review). The overall prevalence of PD in adolescents is estimated to be 1% (e.g. 
Lewinsohn, Hops, Roberts, Seeley and Andrews, 1993, cited by Kearney, Albano, 
Eisen, Allan and Barlow, 1997). Conversely, PD in preadolescence is rarer, although 
PA are evident in retrospective studies and clinical case reports (Ollendick (1998); 
Ollendick et al., 1994). The methodology of some of these studies (e.g. limited 
reliability of retrospective accounts, small sample sizes, etc.) suggests that 
conclusions should be interpreted with caution and further research is required 
(Kearney and Silverman, 1992).
Research into cognitive developmental factors has also contributed to the debate 
regarding the existence of childhood PA and PD, (Nelles and Barlow, 1988). Nelles 
and Barlow (1988) cited a study by Bibace and Walsh (1981) identifying 
developmental stages of children's conception of illness and linking them to Piagetian 
stages of cognitive development. An outline of these stages follows.
The first stage of cognitive development is the preoperational stage, in which the 
child cannot distinguish between the self and the world (up to age 6). The first two 
conception of illness stages, "phenomenism" and "contagion", represent this period. 
"Phenomenism" locates illness as an external sensory stimulus. In "contagion" the 
child locates and associates the illness to something within the immediate 
environment. The next conception of illness stages are classified within the Piagetian
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concrete-operational stage (ages 7 -10), where the child can distinguish between 
the self and the world, and what Is internal and external, but can only think in 
concrete, not hypothetical, terms. Therefore, "contamination" describes the third 
conception of illness stage, as the cause of illness is external to the individual, so the 
child is contaminated by physical contact with the external source. "Internalization" 
still locates the illness externally, but recognises its effect on internal parts of the 
body (e.g. germs). The third stage of cognitive development is the formal 
operational stage, where the child can think hypothetically. The final conception of 
illness stages, "physiological" and "psychophysiological", reflect this period. The 
"physiological" stage defines illness in terms of physiological structures (which are 
not visible, therefore hypothetical), which have been damaged or disrupted by an 
external cause. The "psychophysiological" stage is an extension of the 
"physiological", as the child can also conceive psychological factors as potential 
causes of illness.
Nelles and Barlow (1988) hypothetically linked this framework to cognitive reactions 
to somatic symptoms of panic, and proposed that "the cognitive ability to 
conceptualize somatic symptoms as internally based (psychophysiological stage) is 
necessary for the full experience of "spontaneous" panic." (p369). Therefore, 
children who are unable to understand the possibility of internal causes of illness, 
may not be able to make interpretations characteristic of panic (i.e. of losing control, 
going crazy or imminent death) (Nelles and Barlow, 1988).
This attempts to provide a developmental explanation for the low incidence of PD 
and PA in preadolescence. However, it is important to note that some preadolescent 
children are capable of physiological and psychophysiological conceptions of illness 
(Bibace and Walsh, 1980; Mattis and Ollendick, 1997a; both cited by Ollendick,
1998). It is also possible for a child to believe they are dying, when experiencing 
panic symptoms, but attribute them to an external source (e.g. germs), 
demonstrating an Internalization conceptualisation (Ollendick, 1998). This suggests 
that cognitive symptoms of panic can occur during earlier cognitive development 
than Nelles and Barlow (1988) suggested. Nevertheless, cognitive development is an 
important factor in differentiating PD in children and adults. That Is, although most 
adolescents and indeed some younger children have the cognitive capabilities to
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experience the cognitive symptomatology of panic as adults do, clearly some do not. 
This raises the question of whether some children experience PD without the 
cognitive symptoms.
There is evidence suggesting that this is frequently the case. For example, Kearney 
et al. (1997) found that of twenty 8-17-year-olds with PD either with or without 
Agoraphobia, 50% experienced fear of going crazy, and 45% experienced fear of 
dying. Conversely, 75% experienced somatic symptoms of rapid heart beat, nausea, 
hot or cold flashes or shaking/jitteriness. An Italian study (Masi, Favilla, Mucci and 
Millepiedi, 2000), found 23 Individuals with PD out of 220 7-18-year-olds referred to 
a Child Neurology and Psychiatry Service. Ten were under thirteen-years-old (mean 
age 11.6), and 13 were older (mean age 16). Only 3 (30%) of the younger group 
experienced fear of dying, and none experienced fear of losing control or going 
crazy. Whereas, 7 (54%) of the older group experienced fear of dying and 5 (38%) 
experienced fear of losing control or going crazy. It is important to note the small 
sample sizes of these studies (perhaps due to low prevalence rates), and therefore 
not extrapolate these findings. However, the findings indicate that not all children 
and adolescents experience cognitive symptoms of panic, and the younger group 
experienced fewer cognitive symptoms than the older group. This suggests that 
although some children may fit the adult cognitive model of panic, there are a 
number of children that do not, as they do not experience the necessary catastrophic 
misinterpretations.
Mattis and Ollendick (1997b) have devised a Developmental Model of Panic in 
children. This model utilised Barlow's (1988, cited by Mattis and Ollendick, 1997b 
and Ollendick, 1998) aetiological model of panic and incorporated findings from the 
child panic literature. For example, the possible role in the development of PD of 
separation from a significant attachment figure (e.g. Ollendick et al., 1994), and high 
anxiety sensitivity and a tendency to make internal attributions in response to 
negative outcomes may be risk factors (Mattis and Ollendick, 1997a; cited by 
Ollendick, 1998). High anxiety sensitivity is where an individual is more likely to 
understand anxiety as a source of illness, embarrassment or additional anxiety, 
increasing their awareness of, worry about and avoidance of anxiety provoking 
stimuli (Mattis and Ollendick, 1997b). Unfortunately there is not space here to
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provide a comprehensive description of all elements of this model. However, the 
model will be outlined, and some aspects will be addressed in more detail (for a full 
description see Mattis and Ollendick, 1997b).
The model describes the interaction of a number of factors leading to the 
development of PD. Initially, it outlines differences in temperament as a biological 
vulnerability to developing panic. For example, it has been suggested that 
behavioural inhibition (i.e. a withdrawal response to unfamiliar stimuli), a 
temperament characteristic, is a predisposing factor for developing PD (Rosenbaum, 
Biederman, Gersten, Hirshfield, Meminger, Herman, Kagan, Reznick and Snidman, 
1988; cited by Mattis and Ollendick, 1997b).
It then considers an insecure ambivalent/resistant attachment style as a 
psychological vulnerability to PD. That is, these children are more likely to experience 
prolonged and intense fear arousal at stressful times (like separations), due to 
unreliable comfort from their attachment figure(s). This introduces a tendency to 
"learn to associate... stress with increasing negativity... lack of predictability and 
control, thus potentiating the development of anxious apprehension over the 
possibility of future... experiences of stress/anxiety." (Mattis and Ollendick, 1997b, 
p45).
Additionally, the model suggests that an alarm reaction in response to interoceptive 
cues is made. Therefore, alarm becomes a learned response to somatic sensations. 
This precipitates the arousal of psychological vulnerabilities such as anxiety sensitivity 
and an internal attribution style in response to negative outcomes.
However, it is important to note that it is the interaction between attachment style 
and the child's temperament, which predisposes an individual to PD. However, this is 
within the context of repeated experiences of separation (causing stress), and a 
learned alarm reaction to interoceptive cues, leading to the stimulation of anxiety 
sensitivity and an internal attribution style in response to negative outcomes.
This model is useful, as it provides a detailed understanding of the potential causes 
of panic, unlike the adult cognitive model of panic (Clark, 1986). Therefore, this
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model may provide an illustration of what happens up until the development of PA 
and PD as described by Clark (1986). Currently, the literature has not investigated 
this possibility. However, longitudinal studies investigating how the factors outlined 
in the Developmental Model interact and culminate in PD in childhood, adolescence 
and/or adulthood.
Alternatively, as its origins are in the child literature, the model could be describing a 
different course of development in children and adults. Studies continue to 
investigate the phenomenology of panic in children and adolescents (Kearney et al., 
1997; Masi et al., 2000), to identify its nature within children rather than as 
compared with adults.
Nevertheless, continuing development and empirical testing of the components of 
this model is required for validation. For example, researchers investigating 
separation anxiety as a precursor to panic have found contradictory results (e.g. see 
Masi et al., 2000; Nelles and Barlow, 1988; Ollendick et al., 1994). Also, a recent 
study indicated that children whose anxiety sensitivity increased over three years 
were more likely to report experiencing PA (Weems, 2000).
Treatment of PD
As with the theory of PD, its treatment has been widely studied in adults, but less so 
for children. Efficacy studies of treatments for PD in adults have suggested that 
cognitive-behavioural therapy (CBT) is most effective with low relapse rates (Acierno 
et al., 1993; Ballenger, 1999). CBT for PD typically involves self-monitoring of panic 
attacks, explanations of the cognitive model of panic, breathing retraining, relaxation, 
cognitive restructuring of catastrophic misinterpretations of somatic symptoms and 
exposure to interoceptive sensations, for example, via intentional hyperventilation 
(Shear, 1995). However, it is important to note that even though CBT is supported 
by efficacy literature, it is unclear precisely which mechanisms facilitate change.
As stated, research into treatment for PD in childhood is limited and neither 
psychosocial nor psychopharmacological treatments have been fully developed or 
tested empirically (Ollendick, 1998). Psychopharmacological studies that have been 
carried out have indicated effectiveness (e.g. Black and Robbins, 1990; Masi, Toni,
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Mucci, Millepiedi, Mata and Perugi, 2001; Renaud, Birmaher, Wassick and Bridge,
1999). However, these studies have small samples or utilise case examples (Black 
and Robbins, 1990), suggesting interpretations should be made with caution. Only 
one effectiveness study of CBT for panic has been carried out, to the author's 
knowledge, (Ollendick, 1995). It investigated the treatment of four adolescents with 
PD with Agoraphobia. Further PA were eliminated, a reduction on agoraphobic 
avoidance occurred and there was an increase in self-efficacy for coping with future 
PA. However, the sample was extremely small, and further research is clearly 
warranted.
Despite the limited efficacy research for CBT for PD in children and adolescents, it 
has been recommended that adult CBT procedures can be used with children and 
adolescents if they are capable of the same cognitive and somatic symptoms 
(Ollendick et al., 1994; Kearney et al. 1997). If the child was not capable of the 
cognitive symptoms of panic, it may be possible to utilise behavioural therapeutic 
processes only, (e.g. exposure and relaxation). However, the efficacy of such an 
implementation would warrant investigation.
In summary, the theoretical and treatment literature investigating PA and PD in 
children and adolescents is limited, but developing. Some adolescents and, less 
commonly, younger children do experience PA and PD in similar ways to adults with 
the disorder. However, younger children may not have achieved the cognitive ability 
to make catastrophic misinterpretations about physical sensations as adults can. 
Therefore, study has continued Investigating the phenomenology of panic in children, 
enabling the proposal of a Developmental Model of Panic in Children (Mattis and 
Ollendick, 1997b). Treatment in children has not yet been comprehensively 
developed or tested, and it is recommended that this occur.
Obsessive-Compulsive Disorder
OCD is characterised by recurrent obsessions or compulsions that are either time 
consuming, markedly distressing or causing significant impairment, which the 
individuals recognises as excessive or unreasonable (APA, 1994). "Obsessions are 
persistent ideas, thoughts, impulses, or images that are experienced as intrusive and
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inappropriate and that cause marked anxiety and distress" (APA, 1994, p418). 
"Compulsions are repetitive behaviours...or mental acts... the goal of which is to 
prevent or reduce anxiety or distress..." (APA, 1994, p418). It  is important to note 
that it is not necessary for a child to recognise the obsessions or compulsions as 
excessive or unreasonable to gain a diagnosis of OCD, as they may not have reached 
the level of cognitive awareness to make this judgment (APA, 1994).
Cognitive Model of OCD
The Cognitive Model of OCD was originally developed by Salkovskis (1985), and over 
recent years has developed into its current form (see Salkovskis et al., 1998). The 
model suggests that some individuals have assumptions and beliefs about their role 
in causing or preventing harm (e.g. "if I don't do anything to stop it, it will be my 
fault."), and/or about normal intrusive thoughts (e.g. "thinking it Is like doing it."). 
These people are more likely to over-interpret the significance of normal intrusive 
thoughts and/or appraise that they are responsible for causing or preventing harm. 
The model proposes that these misinterpretations affect and are affected by four 
other components of the model. These are, attention and reasoning biases (e.g. 
increased attendance to intrusive thoughts, and the belief that "If I am aware of the 
risk, I  can prevent it".); mood changes (e.g. an increase in anxiety may confirm the 
existence of a risk); counterproductive safety strategies (e.g. thought suppression, 
seeking reassurance and avoidance); and neutralising actions (e.g. compulsive rituals 
including checking, and hand washing). Negative thinking and neutralising 
behaviours are also likely to increase the frequency of intrusive thoughts, resulting in 
a vicious circle illustrating OCD.
As with PD, the DSM-IV (APA, 1994) criteria for OCD and the Cognitive Model of OCD 
(Salkovskis et al., 1998) illustrate current understanding of OCD in adults. This 
provides a basis to compare with the disorder in childhood to discover fundamental 
differences between the age groups.
Comparison of OCD in childhood and adulthood
There is currently discussion In the literature regarding whether OCD is a continuous 
disorder from childhood into adulthood or whether childhood OCD is a subtype that is 
qualitatively different from adulthood (Shafran, 2001; Geller, Biederman, Jones, Park,
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Schwartz, Shapiro and Coffey, 1998). The evidence for each will be outlined. The 
prevalence rates in childhood and adult OCD were reported to be similar (between 2 
and 3%) in a review of the literature (Geller et al., 1998), which may be indicative of 
a continuous disorder. However, age of onset studies have suggested a bimodal 
distribution, peaking in childhood (mean age 10) and adulthood (mean age 21) (see 
Geller et al., 1998), demonstrating the possibility of separate disorders. Conversely, 
retrospective studies have indicated that between 30 and 80% of adults recall the 
age of onset to be before eighteen-years-old (see Shafran, 2001) and 50 to 70% of 
children have the disorder into adulthood (see Shafran, 1998), providing evidence of 
a continuous disorder. However, it is not known whether the participants in these 
studies had received treatment in childhood, and whether it was 
effective. It may be that untreated, or unsuccessfully treated, the childhood disorder 
due to its chronicity (e.g. Rapoport and Inoff-Germain, 2000), would continue into 
adulthood.
The phenomenology of OCD is similar both in child and adulthood .^ However, it is 
rare to find children who experience obsessions only, and there are more children 
than adults who experience compulsions only (Shafran, 1998). Currently, it is 
unclear whether children who do not report obsessions do not have obsessions or 
whether they lack the cognitive ability to express their internal world (Shafran, 2001).
Further, in terms of development, it has been suggested that in early childhood 
children have magical thinking (Pollock and Carter, 1999, cited by Shafran, 2001). 
This is part of normal development and involves the understanding that certain, 
apparently unrelated, actions affect the world, for example, superstitions. These, in 
contrast to intrusions, are not accompanied by distress. However, it is in middle 
childhood (8 - ll-years-old) where OCD is likely to first occur, when they first 
become aware of world disasters via the media (Moore and Carr, 2000). Therefore, 
it appears that children can be functioning at the concrete operational stage of 
cognitive development to have OCD. That is, many children will explain that they 
engage in compulsive behaviour because "it doesn't feel right" (Shafran, 2001, p51), 
as perhaps they are unable to articulate internal thought processes in relation to
See page 10 for a description.
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hypothetical future events for which they are responsible (formal operational stage). 
However, a study investigating the age at which children begin to describe 
obsessions would need to be carried out to clarify this.
Reviews have also identified differences in gender distribution in childhood and adult 
OCD populations (Geller et al, 1998; Shafran, 1998). That is, there is a male 
preponderance in childhood OCD (3:2, males:females), whereas in adulthood the 
distribution is equal. It  is unclear why this difference exists. It  may be that 
childhood and adulthood OCD are subtypes of OCD. However, it may be that boys 
are more susceptible than girls in childhood to the risk factors for OCD. Therefore, it 
is important that further research investigates these possibilities.
Similarities and differences have been found when investigating comorbid diagnoses 
with OCD in childhood and adulthood. That is, both age groups have high 
comorbidity rates with depression and other anxiety disorders (Geller et al, 1998; 
Shafran, 1998; Shafran 2001). However, childhood OCD is also reported to have 
high comorbidity with disruptive behaviour disorders and specific developmental 
disorders (Geller et al, 1998). This difference may be explained by the possibility of 
subtypes of OCD, but once again further investigation is required. However, some of 
the comorbid diagnoses may be a result of confusion, for example, between 
compulsive behaviour in OCD and stereotypies in autism (Shafran, 1998).
Another difference between childhood and adult OCD is that children are more likely 
to have a family member suffering from OCD or a subclinical form. However, the 
majority do not have a first degree relative with OCD (see Shafran, 2001).
Therefore, evidence does not suggest that having a relative with the disorder is a 
general factor influencing childhood OCD, either genetically or via social learning. 
Geller and his colleagues (1998) also reviewed studies investigating cognitive and 
neuropsychological assessments of children and adults with OCD. Their review found 
that children with OCD had significantly lower scores on Performance IQ and 
neuropsychological tests than controls, whereas, in adult studies the results have 
been more contradictory. They suggest that the contradictory results in adult studies 
exemplify the heterogeneity of the group. That is, some of the group will have
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childhood onset OCD and the onset of the others would be in adulthood, stressing 
the likelihood of childhood OCD being a subtype of the disorder. However, to clarify 
this it is necessary to investigate the cognitive and neuropsychological differences 
between adults with differing ages of onset.
One important area of difference between childhood and adult OCD, is that although 
the cognitive model of OCD has been widely utilised and investigated in aduit 
populations, it has not received as much attention with regard to children (Shafran, 
1998; Shafran, 2001). Instead, a neuropsychiatrie framework is more commonly 
used in child research (Shafran, 2001). A number of neurobiological and 
neuropsychological theories have been proposed (see Shafran, 2001). However, this 
essay will only briefly outline the theory currently receiving the most attention. That 
is OCD and/or tic disorders are developed by children who have a diagnosis of 
paediatric auto-immune neuropsychiatrie disorders associated with streptococcal 
infection (PANDAS) (Garvey, Giedd and Swedo, 1998, cited by Shafran, 2001). It  is 
proposed that the antibodies triggered by a streptococcal infection react with the 
basal ganglia. Individuals who are genetically predisposed will then develop OCD 
and/or tics (Garvey et al., 1998, cited by Shafran, 2001). This theory for the 
development of childhood OCD is currency being investigated (see Shafran (2001) 
for a review of the evidence), and requires further research for it to be widely 
accepted. For example, are the obsessions and compulsions qualitatively similar in 
PANDAS as in the cognitive conceptualisation? Although PANDAS has symptoms in 
common with OCD, it may not be a subtype of OCD. (Shafran, 2001). Despite this, if 
neuropsychiatrie models of childhood OCD are accurate descriptions of its aetiology, 
then this reflects a subtype of OCD, which may or may not extend into adulthood. 
However, it is not known how much of childhood OCD is thought to be accounted for 
by PANDAS (Rapoport and Inoff-Germain, 2000).
The evidence outlined above does not clarify the presence of either a continuous 
presentation of OCD or childhood OCD as a subtype of the disorder. Where there is 
evidence for either presentation, it is not sufficient alone and so further research is 
warranted. Therefore, it is not possible at this stage to provide any support for 
either presentation over the other. However, a further possibility is that both 
presentations exist, which may account for the conflicting evidence. For example, a
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continuous disorder as outlined in the cognitive model of OCD, and the existence of a 
subtype of the disorder, perhaps with neuropsychiatrie origins. Nevertheless, 
research would also be required to investigate this possibility.
Treatment of OCD
CBT is reported to be the treatment of choice for OCD for all age groups (March, 
Franklin, Nelson and Foa, 2001). This does not necessarily reflect the theoretical 
position of leading child researchers of OCD, who, as previously stated, work within a 
neuropsychiatrie model (Shafran, 2001). Therefore, it is important to review the 
efficacy of CBT in children and adult with OCD, to explore whether the current 
differences in the theoretical literature should be reflected in practice.
Two randomised controlled studies of CBT for OCD have been carried out (Freeston 
et al., 1997; Van Oppen et al., 1995). Both studies indicate the effectiveness of CBT 
with adults with OCD. One found that it was at least as effective as in vivo exposure, 
and possibly more so (Van Oppen et al., 1995). This therapy commonly involves goal 
setting, normalising intrusions, understanding and testing counter-productive 
strategies, challenging responsibility appraisals, and exposure and behaviour 
experiments (Salkovskis, 1999).
To date no controlled trials of CBT for OCD in childhood have been carried out. 
However, there Is evidence to suggest that CBT in this population is effective. For 
example, March (1995) found that of thirty-two studies (primarily case reports), 
thirty-one described some benefit of using CBT with children and adolescents with 
OCD. March and colleagues (2001) reviewed the literature regarding the efficacy of 
CBT for use with childhood OCD. They summarised that this was safe, acceptable 
and effective treatment. However, they called for randomised control trials versus 
other treatments to examine relative effectiveness.
However, Rapoport and Inoff-Germain (2000) summarised that of the elements of 
CBT (exposure and response prevention (ERP); cognitive therapy; and relaxation 
training), ERP was found to be the most effective in symptom reduction in children. 
Exposure consists of confronting the fear, and response prevention involves not 
engaging in neutralising behaviours to reduce anxiety (Shafran, 1998). Relaxation
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was viewed as a facilitator for ERP, but was not directly beneficial in the treatment of 
OCD in children. Rapoport and Inoff-Germain (2000) suggested that cognitive 
therapy was most useful in facilitating ERP, however, in children who were 
unresponsive/resistant to ERP cognitive restructuring techniques was recommended. 
The reason for the superior effectiveness of ERP with young children may be due to 
their level of cognitive development. That is, they may respond better to a 
behavioural treatment strategy, if they did not have sufficient cognitive awareness to 
recognise the effects their thoughts have. Very little work regarding the cognitive 
components in the Cognitive Model of OCD is carried out in CBT with children 
(Shafran, 1998). In fact, a standardised CBT manual for use with children does not 
include ideas about responsibility beliefs, but focuses more on taking control of the 
OCD and removing it from their life using story metaphors and constructive self-talk 
(March, Mulle and Herbel, 1994, cited by Shafran, 1998).
Another consideration for treatment with children (both with OCD and PD) is that 
their motivation to engage In ERP may be limited. That Is, children are more present 
orientated than older adolescents and adults (concrete operational stage).
Therefore, they may not be able to bear the intense affect induced by exposure, as 
they are unable to understand the future benefits of such a strategy. This may be an 
occasion where parental involvement is useful to enable the child to experience 
exposure and response prevention. In fact, parents of younger children are often 
involved in the treatment programme (Shafran, 1998), for example, by not providing 
reassurance or by providing rewards for complying with the programme.
Briefly, pharmacological treatments that have been found to be effective in treating 
adults with OCD (e.g. serotonin reuptake inhibitors) are indicated to be similarly 
useful for children (see Shafran (2001) for review). However, the only controlled trial 
comparing behavioural therapy to chlomipramine for childhood OCD, indicates that 
behaviour therapy had a mean improvement of 60% versus 33% with chlomipramine 
(De Haan, Hoogduin, Bultelaar and Keijsers, 1998, cited by Shafran, 2001).
To summarise, examination of the theory and treatment of OCD in adults and 
children provides a mixed view of the existence of fundamental differences between 
the age groups. One line of investigation is that there is a developmental subtype in
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children (Geller et al., 1998), however, as yet there is no clear description of the 
phenomenology of this subtype. It  fs possible that some children diagnosed with 
OCD may have PANDAS, but it is uncertain whether these children are actually 
suffering from an anxiety disorder. Indeed, there are differences stemming from 
cognitive developmental level. For example, as acknowledged in DSM-IV (APA,
1994), children are not required to make the judgement that their obsessions or 
compulsions are excessive or unreasonable. Regarding treatment, CBT in childhood 
places greater emphasis on behavioural strategies (ERP) than on cognitive therapy, 
whereas the emphasis in adulthood is likely to be more equal. However, the 
literature did not involve comparisons between middle childhood and adolescence, so 
it is not clear whether adolescents who have reached the formal operational stage of 
cognitive development would benefit from therapy with a behavioural emphasis, or 
CBT akin to adults. In practice, this area should be assessed carefully by the 
therapist, prior to assigning an adolescent to one kind or the other (Shafran, 1998).
Conclusion
This essay has highlighted that, although specific anxiety disorders may have 
differences particular to them, the most fundamental difference is that of cognitive 
developmental level. That is, very young children, including babies, are unlikely to 
be capable of anxiety disorders present in adulthood, as they are not capable of the 
sophisticated level of cognitive ability required. For example, in PD it is hypothesised 
that children below the formal operational level of development are unable to 
understand the possibility of internal causes of illness. Therefore, they may not be 
able to make interpretations characteristic of panic (i.e. of losing control, going crazy 
or imminent death) (Nelles and Barlow, 1988). It may also be that children are 
capable of having cognitions characteristic of adult anxiety disorders, but they have 
not yet advanced enough to express them (e.g. children with OCD who only report 
compulsions) (Shafran, 2001). Therefore it appears that developmental models of 
these disorders are appropriate (e.g. Mattis and Ollendick, 1997b). In fact, they may 
be useful in informing practice with adults, as well as children, especially if the adult's 
age of onset of the disorder was in childhood.
The most fundamental differences regarding treatment of childhood anxiety disorders
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(using CBT) is that CBT may involve a greater emphasis on behavioural treatment. 
Also, parental Involvement is more likely to occur in CBT for children.
Although there is some efficacy literature for CBT in childhood anxiety, this area 
requires further investigation. It  is important for therapists to consider the ethical 
issues associated with using a model of therapy that has not been extensively tested 
and found to be effective. However, in practice a large number of therapies for 
adults and children have not been empirically tested (e.g. psychodynamic therapy). 
Therefore, it is important for Clinical Psychologists to use their judgement and to be 
clear about their rationale for using a particular therapeutic approach.
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Introduction
'Dementia cannot be cured. It takes its course.' This statement describes a linear 
process. That is, once a person has dementia, it will simply get worse until they die. 
It also has a negative and fatalistic tone, suggesting that because there is no cure 
there is nothing that can be done at all. This may be one view of dementia and 
indeed of being older. However, this essay will present evidence that does not 
portray dementia and its consequences in such a bleak light. That is, although there 
is currently no 'cure' for dementia, there is a variety of things that can be done to 
better support individuals with dementia and their carers, which may even slow the 
dementing process down. This essay aims to outline the theories behind these views 
and some treatments and interventions based on these theories and others.
What is dementia? McKhann, Drachman and Folstein (1984; cited by Kitwood, 1998, 
p21) have provided a widely accepted definition:
"Dementia is the decline in memory and other cognitive functions in comparison with the 
patient's previous level of function as determined by a history of decline In performance and 
by abnormalities noted from clinical examination and neuropsychological tests.
A diagnosis of dementia cannot be made when consciousness is impaired or when other 
clinical abnormalities prevent adequate evaluation of mental state. Dementia is a diagnosis 
based on behaviour and cannot be determined by a brain scan, EEG or other laboratory 
instruments, although specific causes of dementia may be identified by these means."
Additionally, Kitwood (1998) maintains that changes also occur in the social- 
psychological environment (i.e. relationships and interactions), which also contributes 
to the dementing process, (i.e. the manner of decline and rate at which it occurs). 
The current view of dementia does not make implications about prognosis, instead 
accepting that it may be progressive, static, fluctuating or reversible (Skoog and 
Copeland, 2002).
However, dementia is the end result of over 70 diseases and degenerative processes 
(Skoog and Copeland, 2002). These include Alzheimer Disease, vascular dementia, 
frontotemporal dementia, Lewy body dementia, subcortical dementia and secondary 
dementias (e.g. infective - Creutzfeld-Jacob disease, meningitis, neurosyphilis, or 
toxic - alcohol-related brain damage).
70
Older adult essay
The most common causes of dementia are Alzheimer's disease and vascular 
dementia (Skoog and Copeland, 2002). Jorm (2002) has concluded that the 
prevalence of dementia rises exponentially with age (doubling every 5.1 years) until 
age 90, when the rise is likely to level off. Jorm (2002) also asserts that women 
appear to be more at risk of Alzheimer's disease and men are at greater risk from 
vascular dementia.
This essay will now outline the biomedical view of dementia and the treatments 
developed from it. Then the dialectical framework for dementia (Kitwood, 1996), 
incorporating both the neuropathological and social-psychological factors, will be 
discussed, again followed by a presentation and critique of the treatments and 
interventions informed by it.
Biomedical model of dementia
Since the late 1970s the biological cause of dementia has been widely investigated 
and accepted (Morris, 1999). In essence, the biomedical model is based on the 
assumption that there is a direct causal relationship between neuropathology and 
dementia (Bond, 1992). It is not in the remit of this essay to outline this work in 
detail; Instead it will provide a brief selection of this work to present the reader with 
a flavour of this view of the cause of dementia.
Alzheimer's disease is the most regularly researched cause of dementia, perhaps 
because it is the most common cause. It is characterised by a significant 
degeneration of neurones and consequently their synaptic connections, and the 
existence of vast numbers of senile plaques and neurofibrillary tangles (Skoog and 
Copeland, 2002). Currently, the biomedical investigation into the causal relationship 
between neuropathy and Alzheimer's disease is ongoing and as yet, is not fully 
explanatory. However, significant discoveries have been made. A feature of the 
degeneration in Alzheimer's disease appears to be a disconnection between different 
areas of the brain (Morris, 1999). For example, memory disturbance is the first most 
prominent symptom of Alzheimer's disease (Skoog and Copeland, 2002), and this 
may be explained by extensive amounts of neurofibrillary tangles in the entorhinal 
cortex and some connecting hippocampal structures. Research has also found
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evidence for a genetic predisposition to Alzheimer's disease. However, 
environmental factors are also thought to have a considerable role. For a summary 
of this evidence see Lezak (1995).
Vascular dementia categorises all cases where the dementia is associated with 
cerebrovascular disorder (e.g. stroke and ischemic white matter lesions) (Skoog and 
Copeland, 2002). Compared with the work investigating Alzheimer's Disease, the 
neuropathological relationship for vascular dementia (in particular multi-infarct 
dementia) appears to be clearly understood. That is, in multi-infarct dementia the 
consequence of a number of Infarcts (minor strokes) Is that some areas of the brain 
do not receive a blood supply and so the brain cells and associated tissue in those 
areas die (Bond, 1992). Thus, the functions associated with these areas of the brain 
are likely to become impaired, and the pattern of cognitive deficits may appear 
unevenly distributed. However, caution is required in assuming a causal relationship 
between a stroke or infarct and the clinical symptoms of dementia, as although 
stroke increases the risk of developing dementia considerably, there is not always a 
clear link between the two. It  may be that the individual already has Alzheimer's 
pathology, which may account for the ambiguous relationship between the area 
affected by stroke and the clinical symptoms (Skoog and Copeland, 2002). 
Additionally, Bond (1992) warns that if the direct link between stroke and dementia is 
unquestionably assumed, then there is a risk that individuals who have suffered a 
stroke may be treated in the same 'stigmatizing' way, regardless of whether or not 
they have symptoms of dementia.
Further to this, Kitwood (1998) cautioned that the classification of various 
pathologies of dementia is misleading, as the reality is more ambiguous. That is, 
neuropathy associated with the main dementias (e.g. Alzheimer's disease, vascular 
dementia, Lewy body dementia) is found in the brains of individuals with no cognitive 
impairment. Conversely, some individuals diagnosed with dementia, on post-mortem 
examination, have been found to have no excessive neuropathy beyond that which 
would be expected for their age.
There has been considerable criticism of the biomedical model of dementia (Bond, 
1992; Kitwood, 1996, 1998; Lyman, 1989). Bond (1992) summarized the
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unfavourable implications of the 'medicalization of dementia' for people with 
dementia and their care givers. He stated that the 'individualization of the behavior' 
of people with dementia influences the focus of preventative medicine to be on the 
individual rather on society, thus not seeing the illness in the context of the social 
system. Also, the effect of dementia on the caregiver is also individualised. This has 
the effect of the circumstances being attributed to the caregiver and cared for, rather 
than considering environmental factors, for example. He also described how the 
'depoliticization of behavior' by the medical model ignores the meaning of the 
individual's behaviour in the context of the social system, for example, as an 
expression of a loss of power/control following a move to a nursing home. Rather, it 
is viewed in the context of a neurological disorder.
Regarding the caregivers, the biomedical model places them in the position of the 
victim of the strain produced by caring for their family member with dementia 
(Lyman, 1989). Therefore it does not address issues about the social dynamics of 
the family under these circumstances.
The causality of the model has been viewed as too simplistic (Kitwood, 1996, 1998). 
Kitwood (1996, 1998) described the biomedical model as the 'standard paradigm', 
which he outlines as:
^  neuropathic change -----------^ dementia
In this paradigm, X is the set of necessary conditions and the causal mechanisms 
(Kitwood 1996). Kitwood (1996, 1998) had a number of criticisms of this paradigm, 
some of which will be outlined here. The simplistic causality is flawed, as there can 
be significant neuropathy without dementia and apparent dementia without 
significant neuropathy. It views patients purely as individuals and not as parts of a 
complex system, which is likely to influence them. It ignores the relationship 
between mind and brain (or function and structure), for example; some aspects of 
nerve architecture are developmental, and so strongly related to an individual's 
experiences and defences. The paradigm does not account for the phenomenon of 
stabilization and 'rementing', which are clearly contradictory in terms of the process 
of deterioration in dementia.
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However, currently it seems that psychiatric practice does not exactly reflect this rigid 
view of the cause of dementia, be this due to the criticisms of the biomedical model 
or otherwise. For example, as already mentioned, the current view of dementia 
accepts that the prognosis of dementia may be progressive, static, fluctuating or 
reversible (Skoog and Copeland, 2002). Additionally, some research papers indicate 
their awareness of the limitations of the biomedical model and highlight the 
appropriateness of psychological and social interventions. For example, on 
discussing the pharmacological management of behavioural and psychological 
symptoms of dementia (BPSD)^  in Principles and Practice o f Geriatric Psychiatry, 
McShane and Gormley (2002) stated that "...there is no doubt that, overall, the 
management of BPSD requires more attention to psychosocial factors and to physical 
illness than to psychiatric factors." (p241).
Pharmacological Treatment of Dementia
As the title of this essay suggests, there is no cure for dementia at the current time. 
However, biomedical research has lead to some important discoveries of drugs for 
the management of dementia.
One such discovery is the use of Donepezil for the symptoms of mild to moderately 
severe Alzheimer's disease (Birks, Melzer and Beppu, 2002; Doody, 1999; Rogers, 
Farlow, Doody, Mohs, Friedhoff, and the Donepezil Study Group, 1998). Donepezil is 
a distinct piperidine-based acetylcholinesterase (AChE) inhibitor, which was 
specifically designed for treating the symptoms of Alzheimer's disease (Doody, 1999). 
Its hypothesised effectiveness was based on findings that in Alzheimer's disease 
there appears to be a "systematic failure of neurotransmission, particularly that of 
the cholinergic system within the cerebral cortex and basal forebrain" (Doody, 1999, 
p24), suggesting that the cholinergic system has a role in cognition. Therefore, it 
was theorised that "pharmacological enhancement of cholinergic function, by 
enhancing or maintaining central concentrations of acetylcholine (ACh), may alleviate 
the cognitive symptoms of Alzheimer's disease." (Doody, 1999, p24). Donepezil was 
designed as other cholinesterase inhibitors (e.g. Tacrine), although demonstrating
See the next section for a description of the BPSD.
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the best clinical effectiveness at that time, still had limited clinical efficacy, an 
excessive likelihood for toxicity and considerable adverse side effects (Doody, 1999).
Unconfounded, double-blind, randomised-controlled trials comparing Donepezil to 
placebo have shown that for patients with mild to moderate Alzheimer's disease 
modest improvements in cognitive function are found in treated individuals.
Clinicians rated global clinical state more positively, but patients did not identify 
improvement on self-assessed quality of life outcomes (Birks et al., 2002). Some 
adverse side effects have been found, including nausea, vomiting, diarrhoea and 
anorexia when a higher dose is taken (lOmgs/day) (Birks et al., 2002). The 
Cochrane Review (Birks et al., 2002) highlighted that the practical importance of the 
improvements in dementia symptomatoiogy to patients and their carers is unclear. 
Some may welcome the improvements or stability of symptoms. However, for others 
perhaps the changes are not significant enough to provide relief for patients or their 
carers, or the side effects bring extra difficulties. Also, once the dementia is more 
severe and the symptoms start to deteriorate, the effectiveness of Donepezil is less 
apparent (Doody, 1999). Careful explanation should be made to patients and their 
carers of the usefulness of Donepezil, how it works, the side effects and what is likely 
to happen once it stops being effective. This could enable them to make better 
informed choices about their treatment.
Another area of interest in the treatment of dementia is of the BPSD. BPSD include 
delusions, hallucinations, misidentification, depression, wandering, agitation, rage 
reactions, sleep disturbances and apathy (Finkel, 2001). As already mentioned, even 
those working from a medical orientation tend to view psychosocial treatment as 
highly important in the management of BPSD (Finkel, 2001; McShane and Gormley, 
2002). They also view behavioural interventions as the most effective (McShane and 
Gormley, 2002). However, McShane and Gormley (2002) suggest that there is still a 
role for pharmacological treatment (i.e. atypical neurolecptics, including Risperidone, 
Olanzapine etc.) of these symptoms, as they can place a huge burden on caregivers, 
both formal and informal, which can result in the breakdown of care at home. 
Additionally, staff in care homes often have the belief that medication makes the 
patient easier to manage. Nevertheless, McShane and Gormley (2002) advocate that
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such treatment should only be utilized when psychosocial treatment has failed or 
when care staff do not have the resources to implement psychosocial interventions. 
This indicates that perhaps more focus is required to improve the likeiihood of 
psychosocial interventions having a significant, long term effect, be this through 
improvement of the interventions themselves or through training and support of 
caregivers.
The dialectical framework for dementia
Kitwood's (1996; 1998) dialectical framework of dementia was developed in response 
to the inadequacy of the biomedical approach, which he termed the 'standard 
paradigm'. He argued that social and interpersonal factors interact to either add to 
the difficulties resulting from neurological impairment or to aid the reduction of the 
impact of neurological impairment.
The dialectical framework of dementia is based on Kitwood's (1996) concept for 
understanding dementia. He hypothesised that there are five key factors that, when 
added together provide an understanding of how dementia is manifested in any 
particular individual. These factors are personality, biography, physical health, 
neurological impairment and social psychology. Personality refers to a person's 
resources for action. Each person develops a personal repertoire of resources, as 
well as avoidances and blocks for coping, through interpersonal life experiences and 
opportunities. Resources are developed through experiences of success and 
avoidances and blocks are built through experience of faiiure, fear or powerlessness. 
Life experiences and opportunities are linked to sociocultural factors, e.g. locality, 
culture, and position in class structure. Kitwood suggests that personality changes 
that occur during dementia can be conceived as either the loss of resources, the 
progression of avoidances and blocks and the removal of psychological defence 
mechanisms.
Biography refers to the individual's life history. Information about a person's 
childhood, family, occupation, interests, important life events, etc. enables others to 
understand them better, and places the person with dementia into a far wider 
context. Kitwood also stresses the importance in gaining information about the 
person's experiences of loss (using the widest definition), as this may add to their
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sense of efficacy and self-esteem.
In terms of physical health, Kitwood highlighted health problems that can affect 
confusion, (e.g. infections, kidney failure, hormonal imbalance and severe vitamin 
deficiency). He also emphasized that opportunities for interaction and maintaining 
competence can be affected by heath problems (e.g. loss of mobility, sight and 
hearing).
The fourth factor, neurological impairment, limits the capacity of the nervous system 
to process information, dependant on the type, intensity and location of the 
impairment.
The social psychology surrounding a person is the fifth factor that facilitates a better 
understanding of the manifestation of dementia In an individual. That is, Kitwood 
(1996) viewed each individual "as a creative agent: one who attempts to define 
situations, to make sense of what others are doing, and to put out appropriate 
actions in a context of meaning." (p273). The implications of this for people with 
dementia are complex. However, it may be that they have greater difficulty 
influencing the social psychology around them. Perhaps because their ability is 
impaired (e.g. they find it harder to make sense of others actions) or because others 
are not facilitating the process (e.g. by defining the person as having a dementing 
disease and so unable to affect the environment). Through his research, Kitwood 
(1996,1998) identified 'malignant social psychology', which referred to the harmful 
effects of a care environment that is damaging to personhood and well-being. 
Although, he is careful to point out that malignant does not refer to the caregivers, 
who generally have good intentions. Kitwood's (1998) categories of'malignant social 
psychology' can be seen in Table 1. Conversely, Kitwood (1996) highlighted 
processes that make for a social psychology of well-being (Table 2). That is, he has 
observed that the employment of such processes over a short period (half-an-hour), 
enables the person to gain sufficient confidence and security to cope for the next two 
or three hours, and temporarily retain personhood.
Kitwood's (1996, 1998) dialectics of dementia aims to bring together the progression 
of neuropathology and social psychological processes to provide a more complete
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Treachery Using forms of deception in order to distract or manipulate a person or force them into compliance.
Disempowerment Not allowing a person to use the abilities that they do have; failing to help them to complete actions that they have initiated.
Infantilization Treating a person very patronizingly (or matronizingly).
Intim idation Inducing fear in a person, through the use of threats or physical power.
Labeiiing Using a category (e.g. dementia) as the main basis for interacting with a person and for explaining their behaviour.
Stigm atization Treating a person as if they were a diseased object, an alien or an outcast.
Outpadng Providing information, presenting choices, etc., at a rate too fast for a person to understand; putting them under pressure to do things more rapidly than they can bear.
Invaiidation Failing to acknowledge the subjective reality of the person's experience, and especially what they are feeling.
Banishment Sending a person away or excluding them - physically or psychologically.
Objectification Treating a person as if they were a lump of dead matter: to be pushed, lifted, filled, pumped or drained, without proper reference to the fact that they are sentient beings.
Ignoring Carrying on (in conversation or action) in the presence of a person as if they were not there.
Imposition Forcing a person to do something, overriding desire or denying the possibility of choice on their part.
Withholding Refusing to give asked for attention, or tx> meet an evident need.
Accusation Blaming a person for actions or failures that arise from their lack of ability, or their misunderstanding of the situation.
Disruption Intruding suddenly or disturbingly upon a person's action or reflection; crudely breaking their frame of reference.
Mockery Making fun of a person's 'strange' actions or remarks; teasing, humiliating, making jokes at their expense.
Disparagement Telling a person that they are incompetent, useless, worthless, etc., giving them messages that are damaging to their self-esteem.
Table 1: Kitwood's (1998) categories of 'malignant social psychology'.
Holding
Providing a safe and steady place where powerful and frightening emotions can be 
experienced without the person being overwhelmed by the terror of disintegration or 
annihilation.
Validation To accept the reality and 'personal truth' of another's experience, often in contrast to those who would dismiss it as unreal or of no account.
Facilitation
To enable people to do what they otherwise might not be able to do, by providing those parts 
of the action schemata that are missing, and no more. Also, responding to a gesture in such 
a way as to evoke a further response and providing the interaction with structure and 
meaning.
Celebration The person with dementia and the carer being together and doing something that they both sincerely enjoy.
Timuiation The direct and pleasurable stimulation of the senses, in a way that accords with the values and scruples of the person with dementia.
Table 2: Kitwood's (1996) processes for facilitating a social psychology of well-being.
model of the development of dementia than the biomedical model. It agrees with 
assumption that the immediate cause of dementia "is a lack of that well-functioning
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interneuronal circuitry through which a person might process the contemporary 
events of his or her life." (Kitwood, 1998, p49). Where he differed, is that he did not 
assume that the circuitry existed. That is, it may never have been formed (i.e. the 
person was unable to adapt psychologically to the present situation); the circuitry 
was deactivated or bypassed (perhaps as an extreme psychological defence to 
sudden and traumatic loss); the circuitry exists, but the synapses are not functioning 
well or there is neurochemical deficit/imbalance (e.g. depression); the circuitry exists 
or had potential to develop, but a pathological or degenerative process supervened 
(Kitwood, 1998).
These ideas stem from his monistic view of the mind-brain relationship. This posits 
that the mind and brain exists as one (complex) reality, in that any mental state is 
also a brain event/state. These states are "instantiated in a brain with such-and-such 
a structure, which is the consequence of both developmental and pathological 
factors." (Kitwood, 1996, p271). (Kitwood (1996) provides a detailed account). 
Therefore, elements of personality and biography may become incorporated into 
brain structure. So, when the interneuronal circuitry is not functioning well, it may 
be related to pathology or psychological factors.
Therefore, Kitwood's central hypothesis is that the process of dementia develops 
from the dialectical interaction between neurological impairment and social 
psychological processes. The dialectical interaction is the interaction between a state 
and one or more causal tendencies to create a new state, which interacts with new 
tendencies to form another new state, and so on. In terms of the dementing 
process, the states refer to the whole person, bearing in mind the monistic view of 
the mind-brain relationship. The tendencies are both malignant and benign social 
psychological factors and neurological factors (Kitwood, 1996).
So, the dementing process as described in the title of this essay would be illustrated 
by this framework as the dialectical interaction between neurological impairment and 
malignant social psychology (including the categories of disempowerment, labelling, 
stigmatization, invalidation, banishment and withholding), resulting in a continuous 
downward spiral until the person dies.
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The dialectical approach to dementia attempts to bring together neurological findings 
and social psychological research into dementia, rather than developing the fields of 
knowledge in parallel and never quite meeting. However, a great deal is speculative, 
for example the relationship between mind and brain. Also speculative is the 
possibility that malignant social psychology causes damage to the brain and could 
potentially be a psychological antecedent to dementia and vice versa, that social 
psychology promoting well-being may trigger structural regeneration. This model 
requires further research to investigate its philosophy and theories; however, it does 
suggest a good model for care, which provides insights into potentially useful 
interventions for people with dementia.
Person-centred treatment and intervention for dementia.
Kitwood (1996) suggested that in order to counteract the neurological Impairment 
and their consequences, the social psychology surrounding the person needs to be 
addressed and altered. He suggested that this should be achieved by positive 
person-work carried out by caregivers. This positive person-work utilises the 
processes for facilitating a social psychology of well-being outlined in Table 2. In this 
way, although the person is experiencing deterioration, impairment and loss, it is 
within the context of security and well-being that facilitates personhood.
However, as previously mentioned, care staff often do not have the resources to 
implement interventions (McShane and Gormley, 2002). Therefore, in order that 
Kitwood's proposal for positive person-work be implemented successfully in a 
nursing/residential home, a large amount of training for carers and the home 
management would need to be undertaken. The training should not only involve 
development of the positive person-work processes (Table 2), but also a full 
explanation of the dialectical philosophy and framework. It is very important that the 
management of the home be involved In the training and is committed to the 
approach, as they have the most influence over the philosophy and the resources of 
the service.
Clearly, this appears to have large resource implications, both financially and 
temporally. However, clinical audit of such an approach can be one way of 
demonstrating its usefulness to managers and fund-holders. For example, Hosking
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(2002) carried out a clinical audit on a continuing care ward for people with 
dementia. The audit was investigating the usefulness and effectiveness of a person- 
centred approach together with a multi-sensory environment. In this audit the whole 
staff team was involved, trained and supported, and it was investigating a six-month 
period. It demonstrated (to the management's satisfaction) that a person-centred 
approach with a multi-sensory environment impacts the well-being of people with 
dementia, including those who can do little for themselves. The audits not only 
showed maintenance of well-being, but also improvements, where decline might 
have been expected.
However, if there are not resources to train care staff and family carers, there are 
sources of Information for carers which offer practical suggestions for help, but which 
also include suggestions and recommendations based on person-centred ideas (e.g. 
Health Promotion England, 2000).
Other DsvcholoQical interventions for dementia.
There are a large number of psychological interventions utilised to support individuals 
with dementia. These include interventions based on psychodynamic approaches, 
reminiscence and life review, support groups, reality orientation, validation, memory 
training and behavioural approaches (Kasl-Godley and Gatz, 2000; Woods, 1996). 
Although there is not sufficient space here to go into each of these interventions in 
detail, reminiscence and life review, reality orientation and validation approaches will 
be outlined to provide the reader with a sense of what is available for people with 
dementia. All these interventions demonstrate that dementia does not necessarily 
have to 'take its course', and that with some thought for who the person is, what 
they need (medically, physically and socially) and their environment (physical and 
social), their symptoms may be maintained or alleviated and their personhood re­
established.
Reminiscence and life review
These therapies tend to be based on Erikson's (1950, 1959) theory of psychosocial 
development. Reminiscence therapies aim to facilitate the recall of past experiences, 
promoting intrapersonal and interpersonal functioning, thus enhancing well-being.
Life review therapy aims to facilitate the life review process of evaluation and
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resynthesis of past experience in the face of a need to resolve conflicts or make 
sense of one's life before death (Kasl-Godley and Gatz, 2000). Reminiscence 
therapies utilize props to trigger memories, whereas life review enables the client to 
act, for example by making autobiographies, reunions, creating a collection of 
memorabilia (e.g. scrap books, photo albums, old letters etc.). These therapies are 
thought to be useful for individuals with mild and moderate dementia, although the 
focus of therapy may vary depending on the severity. That is, those with milder 
impairments may be better able to benefit from an intrapersonal focus, and 
interpersonal goals may be more appropriate for individuals with a moderate 
impairment (Kasl-Godley and Gatz, 2000).
Studies have shown improvements in social and psychological functioning, including 
enhanced relations with staff and a reduction in challenging behaviour (Kasl-Godley 
and Gatz, 2000). A recent study by Batson, Thorne and Peak (2002) evaluated life 
story work, which resulted in the creation of an illustrated life story book for the 
person with dementia. This process (i.e. the telling of the life story and creation of 
the book), was viewed as valuable by the 'tellers', their family carers and the 
'gatherers' (health care professionals), although improvements (e.g. animation, 
engagement, increase in self-esteem, reduction of anxiety and dependency) were 
temporary. Additionally, the work was beneficial for the health care professionals.
For example, by reading the book they felt enabled to provide more person-centred 
care, as they had a greater knowledge of the person and see them 'beyond their 
dementia' (pl7).
Reality Orientation
Reality orientation (RO) therapy was originally developed for use with traumatized 
war-veterans, but has been used with people with dementia who are disoriented and 
have memory loss for over thirty years. Its aim is to re-orientate individuals by 
continuous stimulation and repeated orientation to the environment. These methods 
are believed to provide the individual with a better understanding of their 
surroundings, and in turn enhancing their sense of control and self-esteem (Spector, 
Orrell, Davies, and Woods, 2002; Zanetti, Oriani, Geroldi, Binetti, Frisoni, Di Giovanni, 
and De Vreese, 2002).
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This approach can be applied in two ways: Twenty-four-hour RO and Classroom RO. 
Twenty-four-hour RO involves changes to the person's environment, (e.g. the use of 
signposting at home, memory aids) and a consistent approach by staff to provide 
orientation information during interactions with the person. Classroom RO takes the 
form of structured group sessions, which are aimed to engage the participants with 
their environment, retain connections with the wider community and provide 
cognitive stimulation (Woods, 1996).
A Cochrane Review of the RO literature (Spector et al., 2002) demonstrated that RO 
has provided significant favourable effects in cognition and behaviour for individuals 
with dementia. However, the review states that it is unclear which aspects of RO are 
effective, and whether the benefits continue after treatment. However, another 
study has indicated that those who are likely to benefit the most from RO initially 
have greater cognitive impairment (i.e. moderate severity rather than mild) and are 
not euphoric (Zanetti et al., 2002).
Validation Therapy
Validation Therapy is an approach for communicating with people with dementia by 
validating and supporting their feelings and communications no matter how 
orientated to time and place they appear to the listener. This approach is in line with 
Kitwood's (1996) validation process for a social psychology of well-being (see Table 
2). The emphasis is on viewing the person with their history and as seeking 
resolution to conflicts in their life. However, the person with dementia is thought to 
go through four stages during this life phase: malorientation, time confusion, 
repetitive motion and vegetation. The goal of Validation is to avert progression into 
the vegetation stage and restore dignity. A listener who is empathie, non- 
judgemental and accepting of the person's perception of reality, is thought to aid the 
achievement of this goal (Woods, 1996). For a description of the techniques of 
Validation see Feil (1993, cited by Woods, 1996). There are few studies evaluating 
the effectiveness of Validation, and although anecdotal reports appear positive, it is 
currently unclear how it is effective (Woods, 1996).
Conclusion
'Dementia cannot be cured. It takes its course'. The models and treatments of
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dementia discussed in this essay advocate the first part of this statement. This is 
because they view dementia as a disease or illness that requires support and 
treatment. However, not all perspectives would agree with this. Specifically, Murna 
Downs (2000) described dementia in a socio-cultural context. She suggested that in 
Britain and North America dementia is socially constructed as a disease, rather than 
as a normal part of ageing. The suggestion that dementia is simply part of normal 
ageing comes from studies showing that most research evidence favours a continuity 
theory of ageing and dementia versus the disease model (Huppert and Brayne, 1994, 
cited by Downs, 2000). Additionally, the evidence that the majority of people over 
65 show typical Alzheimer's Disease pathology (i.e. senile plaques and neurofibrillary 
tangles) whether or not they have cognitive impairment (Snowdon, 1997, cited by 
Downs, 2000) supports the proposal that dementia is a normal part of ageing. Of 
importance, is that Downs (2000) does not suggest that one or other view is correct, 
but she emphasises that the socio-cultural context of the person with 'dementia' and 
their family should be considered by service providers. However, returning to the 
statement in the title, if the view is taken that dementia is part of normal ageing, 
then the first sentence would be nonsensical, as there is no need for a cure if there is 
no disease.
The second part of the statement - 'It  takes its course' - perhaps makes more sense 
if the view that dementia is part of normal ageing is held, as it could be said that life 
takes its course until we die. However, if we return to the perspective of a disease 
model, as indicated in the introduction, this essay has demonstrated that there are a 
number of ways to alleviate and potentially reverse the symptoms of dementia. For 
example, pharmacologically Donepezil appears to have significant effects on 
cognition, whilst being safer than previous cholinesterase inhibitors. Clinical audit 
has shown the benefits of a person-centred approach being applied consistently 
across a continuing care ward for people with dementia (Hosking, 2002). 
Reminiscence therapy, life review, RO and validation therapy are just a few of the 
psychological therapies or interventions that are utilised with people with dementia 
that can ameliorate the situation for the person with dementia, and there are many 
others that were not able to be outlined here. However, inevitably, as there is no 
cure, the disease (be it purely neurological or both neurological and psychosocial in 
origin), will eventually result in the person's death.
84
Older adult essay
Therefore, from a disease model perspective, the statement in the title is not 
necessarily erroneous. However, it overlooks all the work that can be done to help 
and support the person and their formal and informal carers, and even to temporarily 
restore some symptoms of dementia. Additionally, it ignores the person with 
dementia and their experience.
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Adult Mental Health Placement
Adult Mental Health Placement Summary
Placement Details
The placement was within a Community Mental Health Team (CMHT).
Summary of Experience
Client Work
I used cognitive-behavioural therapy (CBT) with a male and female clients with a 
range of mental health problems, including depression, obsessive-compulsive 
disorder, health anxiety, post-traumatic stress, panic attacks and anger management. 
I  formally assessed depression (Beck Depression Inventory (BDI)) and anxiety (Beck 
Anxiety Inventory (BAI)). I  completed cognitive functioning assessment (WAIS-III) 
with two clients, one following a head injury and the other to assess for Alzheimer's 
Disease.
Group Work
I  co-facilitated an anxiety and stress management group with an Occupational 
Therapist based on the cognitive-behavioural approach.
Continuing Professional Development
I  attended an Eating Disorders course for one session a week for six weeks. It 
covered assessment and CBT with individuals and groups.
Teaching
I  facilitated a 'hearing voices' workshop for the CMHT members. The workshop 
aimed to increase awareness of and insight into the experiences of people with 
auditory hallucinations.
Organisational Experience
I  designed a client feedback form for all group work within the CMHT.
I visited an inpatient day service for adults with mental health problems and attended 
an inpatient case conference (1 session). I  attended the CMHT allocations and 
business meetings, where organisational issues were discussed, e.g. new Care 
Programme Approach documentation.
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Adult Mental Health Case Report Summary
Title
The Assessment and Intervention of a 52-year-old Teacher Experiencing Work- 
Related Stress using a Cognitive-Behavioural Approach
Presenting Problem
Sonia was a teacher who had been on sick leave for two months. She was said to be 
suffering from work-related stress and had been experiencing feelings of anxiety and 
depression. She was referred verbally by her key-worker, a Community Psychiatric 
Nurse (CPN) in the CMHT. He believed she would benefit from individual input from 
the Psychology Service, as her anxiety and depression had not decreased since she 
had been off work.
Assessment
Sonia was assessed during two clinical interviews using a cognitive-behavioural 
framework. She completed the BAI with a score of 51 indicating severe anxiety and 
the BDI with a score of 36 indicating severe depression.
Formulation
Sonia was experiencing symptoms of both anxiety and depression. She felt 
extremely anxious about the idea of having to go back to work and anything that 
reminded her of work. She was depressed because she had found her increased 
workload difficult to cope with, which had made her believe she was a failure.
Sonia's difficulties were formulated using the cognitive models of generic anxiety and 
depression.
Intervention
A cognitive-behavioural approach was utilised to help Sonia manage her anxiety and 
depression. This included cognitive restructuring, activity monitoring and scheduling, 
systematic desensitization and formal relaxation. Sonia experienced difficulties 
applying cognitive restructuring to her problems as once she experienced anxiety 
symptoms, she was not able to think of an alternative thought. Therefore systematic 
desensitization using imaginai exposure was used to attempt to gradually reduce her
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anxiety levels. Further assessment was carried out to identify the type of anxiety 
disorder Sonia was experiencing. This suggested that she may have been 
experiencing Post-traumatic Stress Disorder (PTSD).
Outcome
Due to the slow progress made in therapy Sonia's therapy was not completed by the 
end of the sessions offered by the Trainee. Her scores on the BAI and BDI had both 
increased during therapy. There were a number of possible reasons for this including 
her belief that the side effects of her medication had increased her anxious feelings, 
her increased experience of anxiety as she had been practicing imaginai exposure at 
home and she had been informed of the hypothesis of PTSD as a diagnosis. She 
completed the Posttraumatic Stress Diagnostic Scale (PDS), which indicated that she 
was experiencing all PTSD symptoms to some extent and with some severity and 
chronic duration. This indicated a need for a different focus for future sessions, 
informed by the cognitive model of PTSD.
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Learning Disability Placement Summary
Placement Details
The placement was within a Community Learning Disabilities Health Team.
Summary of Experience
Client Work
I carried out behavioural work with three clients. For two the work involved 
providing staff teams with guidelines to understand, support and manage the client's 
behaviour. The other client was a boy with autism who sniffed toilets. The 
intervention involved guidelines for his mother to use. I used individual cognitive- 
behavioural approaches with two clients, experiencing depression and anxiety. I 
used psychometric assessment to assess for eligibility to learning disability services 
(WAIS-III), for cognitive assessment (Leiter, British Picture Vocabulary Scale), for 
dementia (MEANS and Rivermead Memory Test) and depression (BDI-II)
Group Work
Set up and co-facilitated a social skills group with a Clinical Psychologist completing 
his statement of equivalence for a group of men living in the same residential home. 
Assessments were carried out for all the group members. The members attended 
the first session, but did not attend further sessions.
Continuing Professional Development
Attended a presentation of the Learning Disabilities White Paper.
Teaching
I gave a presentation of the role of clinical psychology with sexual abuse in learning 
disabilities, to 30 health service professionals
Organisational Experience
I visited a range of learning disability services, including an enhanced day care 
service, a challenging needs day centre and a residential home on a hospital site. I 
had experience of working in a Trust merging with another Trust and the effects of 
this on team members.
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Learning Disability Case Report Summary
Title
The Assessment and Intervention of a 34-year-old Woman with a Learning Disability 
and a Hearing Impairment Exhibiting Self-Injurious and Aggressive Behaviour Using a 
Behavioural Approach
Details of Referral /  Main Presenting Problem
Louisa's GP referred her to the Learning Disability Health Team (LDHT) as she had 
been exhibiting behavioural problems for a few years, including self-injurious and 
aggressive behaviour. She lived in a residential home for individuals with hearing 
impairments and learning disabilities, where they used British Sign Language (BSL) to 
communicate. Her support staff believed she had autism. Further assessment was 
requested.
Assessment
An extended assessment was carried out over five visits to Louisa's home. 
Assessment involved a Leiter International Performance Scale to assess her cognitive 
skills; interviews with staff members; formal observations of Louisa's activities, 
interactions and behaviours using Momentary Time Sampling (MTS) and the 
completion of behaviour observation forms by staff to gather information about the 
functions of the behaviour. The staff's earlier records of Louisa's behaviour were 
used for assessment. A Speech and Language Therapy Assessment of Louisa's 
communication skills also informed the assessment. The cognitive functioning 
assessment suggested that she had a significant impairment of intellectual 
functioning.
Formulation
Operant behaviour theory informed the conceptualisation of Louisa's target 
behaviours (i.e. self-injurious behaviour, aggressive behaviour and repetitive 
questioning). Louisa's intellectual impairment and hearing impairment contributed to 
her communication difficulties. She also exhibited behaviour characteristic of autism, 
which may have impacted on her difficulties. The functional analysis indicated that 
Louisa's target behaviours were precipitated by demands being placed on her or by
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being alone. It was not clear from assessment whether her self-injurious and 
aggressive behaviours were maintained by attention, escaping demands or both.
Intervention
A behavioural intervention was applied to aid staff in managing Louisa's behaviour. 
Staff were provided with guidelines for supporting her, which aimed to reduce the 
target behaviours (reactive guidelines) and increase the level of interaction with staff 
that was not contingent on the target behaviours (non-contingent reinforcement 
programme). The therapist returned after two weeks to monitor the situation and 
provide clarification.
No action was to be taken regarding the referral for autism, as staff were 
experiencing difficulties managing Louisa's behaviour, and the label "autism" was not 
thought to aid this process or benefit Louisa. Additionally a diagnosis requires 
developmental information, and this information could not be obtained, as Louisa's 
parents could not be contacted and her medical notes were missing.
Outcome
To evaluate outcome further MTS was carried out and behaviour observation sheets 
and non-contingent reinforcement sheets for the implementation period were 
collected. The observations and non-contingent reinforcement forms indicated that 
the guidelines had not been fully adhered to. However, no incidences of the target 
behaviour since the guidelines had been in place. Nevertheless, the results of the 
non-contingent reinforcement programme were encouraging, as on the five 
interactions recorded, staff had reported that Louisa had appeared to enjoy the 
interaction, e.g. by smiling, engaging fully, etc. Also, at no time did she appear to 
want the staff member to leave. These results confirmed the hypothesis that Louisa 
wanted to receive social interaction from staff. However, it was unclear whether the 
non-contingent reinforcement programme had any effect on her target behaviours. 
Therefore, staff were advised to implement the guidelines over more time, to gain a 
clearer understanding of their effect on the target behaviours.
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Child and Adolescent Placement Summary 
Placement Details
The placement was within a Child, Family and Adolescent Service (CFAS).
Summary of Experience
Client Work
I  used a range of psychological models on this placement. I utilised psychodynamic 
approaches with four children, with presenting problems such as aggression, 
maternal depression, family break-down and school refusal. I employed CBT with 
three children, one with fear of choking, eating and being sick, another with OCD and 
one with needle phobia. Behavioural guidelines were suggested for the parents and 
teachers of a 6-year-old with disruptive behaviour. Finally, I  was part of a family 
therapy reflective team and I saw 12 families.
Continuing Professional Development
I attended half a day at an Asperger Syndrome Conference.
Family therapy -  basic concepts and skills training (one day).
Child Protection and Court Room Skills training (two days).
Organisational Experience
I  designed a leaflet for the family therapy service. The leaflet was to be sent to 
families offered an appointment with the service, explaining what family therapy is 
and what can be expected at the appointment. I attended liaison meetings with 
Educational Psychologists in the borough and consultancy meetings for Educational 
Welfare Officers with the Clinical Psychologist. I  also attended CFAS allocations and 
psychiatric meetings where organisational issues were raised.
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Child and Adolescent Case Report Summary
Title
Assessment and psychodynamic intervention using attachment theory with a 10-year- 
old boy from a difficult to engage family: A case study of how therapy can 
breakdown.
Details of referral /  Presenting Problem
Will was referred to the Child Family and Adolescent Service (CPAS) because his 
mother was suffering from depression and found Will's aggressive behaviour towards 
his sister difficult to manage. He had been referred with his family to CPAS on two 
previous occasions where help had been offered, but after a few sessions they had 
stopped attending.
Assessment
The initial assessment interview was attended by Will, his mother and sister. The 
information gathered from previous work with the family also formed part of the 
assessment. The assessment explored the family's difficulties, which included Will's 
mother's difficulty managing her children's rivalrous relationship and Will had become 
aggressive (sometimes physically) to his sister and mother. He described his 
frustration at his lack of privacy from his sister and his parents' inability to ensure his 
privacy. His mother had a history of depression, and felt unsupported by her 
husband.
Formulation
Attachment theory was used to formulate Will's problems. It was hypothesised that 
Will had developed an insecure attachment pattern, taking the form of a mixed 
anxious-avoidant and -ambivalent pattern, which was intensified following his sister's 
birth. Due to the ongoing nature of Mrs Lightfoot's depression and Mr Lightfoot's 
limited family time. Will is likely to have developed Internal Working Models (IWMs) 
based on his insecurity. These may have involved models of his parents as uncaring, 
unresponsive and unreliable and of himself as unlovable and unworthy of their care 
and support. This may have aroused intense anxiety and anger in him and 
consequently, he displaced these feelings onto his sister, starting a fight.
97
Child and Adolescent Placement
Intervention
Twelve sessions of individual, short-term, psychodynamicaily-informed therapy was 
offered to Will. This provided him with a space to explore his view of relationships 
within his family, and to assist in the acquisition of greater understanding about 
himself and relationships and of new experiences from the therapeutic relationship. 
The therapist aimed: to provide Will with a secure base from which to explore painful 
elements of his life; to facilitate this exploration by supporting him to consider how 
he interacts with significant people in his life, and his expectations of himself and 
others; to help him reflect on the therapist-client relationship, by using the 
transference relationship to provide insights into his IWMs; to help him consider how 
his current view, feelings and behaviour may have resulted from events in his earlier 
childhood; and to assist him to understand how his IWMs link to his current 
behaviour and view, allowing him to reflect on the accuracy and adequacy of his 
IWMs, and enabling him to feel, think and act differently. His mother was also 
provided individual sessions with the Clinical Psychologist for support around her 
relationship with Will. Bowlby's (1988) five therapeutic tasks for applying attachment 
theory to practice guided the treatment plan.
Outcome
All the aims of therapy had begun to be explored with the exception of the last (i.e. 
to assist him to understand how his IWMs link to his current behaviour and view). 
However, after the sixth session. Will's mother cancelled all further sessions that 
were offered, but each time requested another appointment. The reasons for the 
non-attendance were hypothesised by the therapist and the Clinical Psychologist in 
supervision.
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Older Adult Placement Summary
Placement Details
The placement was within a CMHT for Older People.
Summary of Experience
Client Work
I  used CBT, informed by cognitive analytical framework with a client with anxiety 
about day-to-day activities and increasing health problems. I  used problem-solving 
techniques with five clients with anxiety, depression or adjustment issues (including 
having a partner who had attempted suicide). I employed a solution-focussed 
approach to work with a client experiencing depression, grief, and adjustment 
difficulties. I formally assessed for depression and anxiety (Hospital Anxiety and 
Depression Scale, BDI-II, BAI). I  used the Mini-mental state examination to briefly 
assess mental state and cognitive functioning. I  carried out a neuropsychological 
assessment to indicate whether a client was suffering from depression only or 
dementia. The psychometric assessments used for this were WAIS-III (cognitive 
functioning), WMS-III (memory), WTAR (premorbid cognitive functioning) and BADS 
(executive functioning). Reminiscence work followed this assessment.
Continuing Professional Development
CMHT academic meeting -  presentation of a paper suggesting that Alzheimer's 
disease and Vascular dementia may be difficult to distinguish and overlapping.
CPD day -  Working with people with Personality Disorders.
Psychology academic meetings -  presentations on Cognitive analytic therapy, ward 
atmosphere, and CBT in adverse life circumstances.
Teaching
I gave a case presentation to the psychology meeting of a client I was working with 
whom I had utilised a cognitive analytical framework to inform my formulation.
Organisational Experience
I  attended the CMHTs allocations and business meetings where organisational issues 
were discussed (e.g. new polices and preparation for a CHI visit). I attended
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psychology meetings where organisational issues were raised (e.g. the role of clinical 
psychology within CMHTs). I visited an inpatient mental health assessment ward for 
older adults, a day hospital for older adults with dementia, a social services day 
centre and a mental health resource centre for all adults.
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Older Adult Case Report Summary
Title
Neuropsychological assessment of cognitive ioss of a 72-year-old woman with 
depression.
Reason for Referral /  Presenting Problem
Mrs Waters was referred to the Consultant Clinical Psychologist in the Community 
Mental Health Team (CMHT) for Older People by the team's Specialist Registrar (SpR) 
to the Consultant Psychiatrist (Appendix A) and the Community Psychiatric Nurse 
(CPN) for an assessment to establish whether her apparent memory difficulties were 
due to her severe depression or an organic cause (i.e. dementia). Mrs Waters was 
experiencing a number of symptoms of depression following her husband's sudden 
death two years before. She had persistent low mood, low appetite, low motivation, 
lack of energy and suicidal ideation. She was concerned about her memory, having 
noticed that she was more forgetful since her husband death, which she thought was 
due to the "shock" of his death.
Initial Assessment
The Middlesex Elderly Assessment of Mental State (MEAMS) (short screening test of 
cognitive functioning) and the Mini-mental State Examination (MMSE) (screening tool 
for dementia) had been used prior to the Trainee's involvement. These assessments 
had indicated that she was finding some areas of cognitive functioning difficult (e.g. 
orientation, attention and recall) and that further assessment was required, but 
notably there had not been a deterioration in functioning during this period 
(suggested by the MMSE being repeated with Mrs Waters). The Consultant Clinical 
Psychologist used the Hospital Anxiety and Depression Scale (HADS) and the BDI-II 
to formally assess Mrs Waters' levels of depression and anxiety. The results 
indicated she was experiencing clinical anxiety and depression (HADS) and severe 
depressive symptomatology (BDI-II).
Hypotheses
Two hypotheses were suggested:
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Hypothesis 1
Mrs Waters had a neuropsychological profile consistent with severe depression, i.e., 
deficits on measures of attention, word generation, verbal immediate and delayed 
recall and visuospatial ability.
Or
Hypothesis 2
Mrs Waters had a neuropsychological profile consistent with dementia, most likely 
VaD due to her history of hypertension and depression. That is, a considerably 
better performance on recognition tests than on recall, and impairment on tasks of 
planning and sequencing.
Implementation of Assessment
In order to ascertain the origins of Mrs Waters' apparent cognitive decline, a full 
assessment of her cognitive functioning was undertaken by the Trainee Clinical 
Psychologist. This assessment included the Wechsler Adult Intelligence Scale III  
(WAIS-III) to assess her current cognitive functioning; the Wechsler Memory Scale 
I I I  (WMS-III) to assess Mrs Waters current memory abilities, and specificaily to test 
her performance on the verbal immediate and delayed recall and recognition memory 
subtests; the Wechsler Test of Adult Reading (WTAR) to predict her premorbid 
intellectual and memory abilities, so that any reduction in cognitive functioning would 
be highlighted; three subtests of the Behavioural Assessment of the Dysexecutive 
Syndrome (BADS) to assess Mrs Waters executive functioning, specifically her 
planning and sequencing abilities; the MMSE was repeated to monitor her mental 
state and compare with previous information; and the BDI-II was used to monitor 
her depression severity.
Findings
Intellectual Functioning
Mrs Waters' performance on the MMSE indicated that her cognitive functioning had 
remained stable over the last 18 months. All her IQ and Index scores on the WAIS- 
I I I  fell within the low average range.
Memory
Mrs Waters' scores on the WMS I I I  indicated abilities in the low average or extremely
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low average ranges compared to people of her age on all the indexes, except the 
Auditory Recognition Delayed Index score, which was within the average range. The 
assessment indicated that she might find auditory information easier than visual 
information to process and recall. She also appeared better able to recall visual 
information after she had some time to process it, than when she was asked to recall 
it immediately. She was considerably more able to recognise auditory information as 
information she has been told before than she was to recall it with no prompting.
Her immediate memory (i.e. when asked to immediately recall items) was most 
significantly impaired.
Premorbid Intellectual Functioning
Mrs Waters's WTAR results indicated that she had experienced a considerable 
reduction in her cognitive functioning.
Executive Functioning
Mrs Waters' performance on the three subtests of the BADS was mixed, doing 
reasonably well on the Modified Six Elements subtest and poorly on the other two.
Depression
The BDI was administered twice more throughout the assessment, and the scores 
indicated a reduction in the severity of Mrs Waters' symptomatology during the 
assessment period.
Formulation
Mrs Waters' depression had had some impact on her cognitive abilities. For example, 
in the areas of attention, word generation, verbal and visual memory, visuospatial 
abilities, executive functioning and psychomotor speed. However, the extent to 
which her depression is responsible for her deficits was unclear, therefore the 
possibility of an organic cause (e.g. cerebrovascular disease) was not excluded.
Outcome and recommendations
It was recommended that Mrs Waters' anti-depressant medication was reviewed, and 
her dose was subsequently increased. The Trainee Clinical Psychologist offered her 
five sessions of reminiscence work. This work was appraised as useful by both Mrs
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Waters and the Trainee. In the last session, Mrs Waters completed the BDI-II to 
monitor her depression and indicate the outcome of the reminiscence work and the 
increase in medication, she scored 6, indicating minimal depression. It was also 
recommended that Mrs Waters' cognitive functioning was monitored, and that the 
MMSE was readministered at regular intervals. Additionally, it was suggested that a 
scan to investigate the possibiiity of subcortical cerebrovascular disease be carried 
out.
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Specialist Pain Management Placement Summary
Placement Details
The placement was within a Specialist Pain Management Service (multi-disciplinary).
Summary of Experience
Client Work
I primarily used CBT with this client group. The individual work was usually a 
combination of pain management and anxiety or stress management with clients with 
long-term pain. I carried out interviews with clients to assess their pain problems 
and their motivation to utilise pain management. I  assessed one client for the pain 
management group. I  also jointly carried out some neuropsychological assessments 
with the trust's clinical neuropsychologist. We carried out an assessment for 
dementia (MEAMS -  mental state, some of WAIS-III -  cognitive functioning and 
NART -  premorbid cognitive functioning.
Group Work
I  observed one pain management group and co-facllitated another with a Clinical 
Psychologist, Nurse Specialist and Physiotherapy Specialist. Each pain management 
group ran weekly for eight weeks and members attended for a morning session. The 
approach was based on the cognitive-behavioural model. It  was evaluated using the 
HADS, Pain Self-Efficacy Questionnaire (PSEQ) and physical measures taken by the 
physiotherapist.
Continuing Professional Deyelopment
I attended a trust presentation about the Expert Patient Programme, which 
advocated self-management of long-term physical health problems.
A one-day HIV conference.
Race and Culture SIG -  Discussing services for African people affected by HIV. 
Presentation of third generation cognitive-behavoural therapy for anxiety probems.
Teaching
I  presented information to the pain management team about an initiative to meet the 
psychosocial needs of African clients affected by HIV.
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Organisational Experience
I  carried out an audit to investigate why some of the pain management programme 
clients did not attend follow-up appointments. I  also participated in the review day 
of the service, where service development and the education of other professionals 
about pain management and the service was discussed. I attended weekly business 
and clinical meetings. I observed services provided by the Pain Clinic (including the 
Consultant Anaesthetist's pain clinic and day surgery, acupuncture and TENS clinic. I 
also observed the Physiotherapy Specialist at the Acute Back Clinic. I attended a 
meeting with supervisor discussing the development of clinical psychology at a 
specialist cancer service.
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Speciaiist Pain Management Case Report Summary
Title
The cognitive-behavioural assessment of and intervention with a 64-year-old man 
with long-term head pain following an accident at work.
Reason for Referral /  Presenting Problem
Mr Weiz, a bus driver, was referred to the Clinical Health Psychology Service in a 
suburban town by the Pain Clinic's Consultant Anaesthetist. He requested a 
psychological assessment as Mr Weiz had right testicular pain, which had been 
extensively investigated medically, and no abnormalities found. Mr Weiz was 
described as very worried by the pain and was fixated on it.
Assessment
The assessment involved two clinical interviews. The Chartered Clinical Psychologist 
conducted the first session, observed by the Trainee Clinical Psychologist, who then 
carried out the second alone. Mr Weiz's medical records were obtained for the 
assessment. Mr Weiz reported three sites of pain, including testicular pain.
However, the most severe was in his head, which he described as "like a knife 
cutting" from his ears to the top of his skull. The onset occurred following an 
accident at work two years earlier, when his head was crushed in some bus doors.
He wore a neck collar to alleviate the pain, which he only took off to eat, exercise 
and go to bed. The pain worsened during these times, except when eating as he 
found chewing soothing. He did not take his prescribed pain medication Voltarol, as 
it constipated him, causing a painful bowel. He said he could not understand why he 
still had pain if there was nothing wrong and worried that the doctors may have 
missed the cause.
Mr Weiz's scores on the HADS and PSEQ indicated clinical anxiety and depression and 
suggested that he was not confident in his ability to manage despite his pain. His 
pain diary results indicated that he experienced severe levels of pain for most of the 
day, except when preparing and eating meals.
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Formulation
Cognitive models of health anxiety and long-term pain were used to inform the 
formulation. Mr Weiz was experiencing long-term pain and anxiety about his health, 
which were both maintained by behavioural (i.e. reassurance seeking and pain 
avoidance), affective (i.e. anxiety, depression and frustration), cognitive (i.e. 
preoccupation with pain, external locus of control and catastrophislng) and 
physiological factors (i.e. disturbed sleep, tension and dizziness).
Intervention
CBT was chosen to help Mr Weiz manage his pain and anxiety. Education about pain 
management and the gate control theory of pain would be carried out in the initial 
stages of therapy to provide Mr Weiz with a rationale and understanding of this 
approach compared with medical interventions, including a clear statement that 
psychological intervention cannot provide a cure for pain. Behaviourai and cognitive 
components would be utilised, including reducing the use of physical aids (i.e. his 
neck collar), reducing avoidance and increasing physical activity, promoting effective 
coping strategies, (e.g. pacing activity and relaxation).
Outcome
Mr Weiz's Anxiety and Depression scores on the HADs at outcome had reduced to the 
cut-off for clinical symptomatology, suggesting that at the end of therapy he felt less 
anxious and depressed. His PSEQ score rose significantly, indicating that he felt 
more confident in his ability to cope despite his pain at the end of therapy.
His pain severity indicated by the pain diary had reduced by the outcome. However, 
he was taking pain medication (Tylex) at that time for a recent strain. Therefore, it 
was not clear whether the reported reduction was due to the Tylex or the 
behavioural and cognitive changes he made during therapy. He was able to pace his 
activity, was more relaxed, he had increased his exercise and felt stronger.
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Specialist Learnma Disability Placement Summary
Placement Details
The placement was split between a Community Team for people with learning 
disabilities, where I saw clients for dynamic psychotherapy and a tertiary assessment 
and intervention service for people with learning disabilities with challenging 
behaviour/dual diagnosis.
Summary of Experience
Client Work
I have seen three clients for dynamic psychotherapy. The main issues dealt with in 
these sessions are loss, the expression of emotions and feelings, and interpersonal 
relationships. The presenting problems of the clients include self-induced vomiting, 
bereavement, experience of sexual abuse and difficulties with relationships. I 
worked as part of a multidisciplinary team to carry out intensive assessments of two 
clients. One was a risk assessment (including the RAMAS) following an allegation of 
sexual abuse made against the client, the other was a needs assessment with a client 
who was hard to engage whose baby had been removed from her care. The 
standard assessment tools used by the team for these assessments included the 
Adaptive Behaviour Scale, Abberant Behaviour Checklist, Life Events Checklist and 
the Mini-PASADD (mental health screening).
Continuing Professional Development
I attended a presentation of a piece of research carried out by members of the 
psychotherapy service that attempted to evaluate the effectiveness of psychotherapy 
for people with learning disabilities. I  also attended a psychotherapy supervision 
group, where members presented their work with clients. This included 
presentations of individuai ciient sessions, psychotherapy groups and a presentation 
of biodynamic work carried out in a residential home on a hospital site. I was also 
able to present my individual psychotherapy sessions.
Organisational Experience
I  visited a number of services for people with learning disabilities in the borough, 
including day services, an occupational, social and employment service and a theatre
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company for people with learning disabilities. Being a member of two learning 
disability teams I  have seen how the two services work together.
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Abstract
The Care Programme Approach (CPA), introduced in 1991, aims to ensure that 
individuals in the community are provided with effective mental health care. This 
exploratory study investigated Community Mental Health Team (CMHT) professionals' 
perspectives of the CPA and its implementation, to inform the CMHT and the wider 
Trust about its usefulness. Twelve mental health professionals based in a suburban 
CMHT were interviewed, using an interview schedule devised by the author in 
consultation members of the team and the wider Trust. The schedule incorporated 
both open and closed questions to facilitate the exploratory nature of the study and 
to allow comparison between responses. The interviews were recorded and 
transcribed so that Interpretative Phenomenological Analysis (IPA) could be 
employed. The quantitative analysis indicated that on average participants' viewed 
the usefulness of the documentation as "OK", they thought there was "too much" 
paperwork and the CPA had "partially achieved" its aims. The IPA raised the 
following issues. The CPA was theoretically Important but its implementation was 
problematic. The collaborative approach to care was highlighted, but difficulties in its 
application were mentioned. Changes to paperwork caused confusion among 
participants. Excessive papen/vork was an important issue, particularly in conflict 
with meeting client needs. Finally, carers were viewed as insufficiently Involved. The 
results indicate areas requiring improvement to ensure effective implementation of 
the CPA. In particular, revision of the necessity of the documentation, and training 
for mental health professionals in the areas of CPA documentation, facilitating clients 
to work collaboratively and the involvement of carers.
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Introduction
In 1991 the CPA was introduced to ensure that individuals within the community are 
provided with effective mental health care (DoH, 1999). The CPA Handbook (The 
Care Programme Approach Association (CPAA), 2001) outlines the CPA and how it 
has been updated following the introduction of the National Service Framework for 
Mental Health (DoH, 1999) and 'Effective Care Co-ordination in Mental Health 
Services: Modernising the Care Programme Approach' (DoH, 1999).
The CPA Handbook (CPAA, 2001, p2) states that the revised CPA policy aims to 
achieve: integration, using the framework across settings; consistency, by nationally 
standardising definitions of levels of need, and renaming the Key Worker as Care Co­
ordinator; a more streamlined approach by reducing bureaucracy and supporting 
sound professional practice"; and to rt?a/5"on risk assessment and management, 
delivering services appropriate to the needs of service users, and support for services 
and their wider family."
The CPA framework has four main components: systematic assessment; care plan 
construction; appointment of Care Co-ordinator; and regular care plan reviews 
(CPAA, 2001). There is an emphasis on a collaborative approach, involving service 
users and their carers at each stage (CPAA, 2001).
The revision in CPA policy has consequently required a revision of its implementation. 
The role of each Health Authority and Social Services Department is to design the 
procedures to implement the CPA (Ormiston, 1999). Therefore, the implementation 
procedure is flexible between different Health Authorities and Social Services 
Departments.
The Community Mental Health Team (CMHT) involved in this study was making 
changes to the CPA guidelines and documentation in line with the policy revision.
The Team Manager had indicated an interest into how these changes were affecting 
the team. A similar study had been carried out by a Trainee Clinical Psychologist, 
investigating service users' perspectives of the CPA (Mendes, 2000) which outlined 
implications for the service. Therefore, this study aimed to investigate mental health
116
Service related research project
professionals' perspectives of the CPA to provide the service with additional 
information about its implementation.
Mental health professionals' views of the CPA implementation procedures were 
thought to be important, due to their daily experiences putting the framework into 
practice. This working knowledge can provide others with information about the 
CPA's most and least useful aspects, what its strengths and weaknesses are and 
where it can be improved.
Research has evaluated the implementation of the CPA (e.g. Downing and Hatfield, 
1999) and users' perspectives (e.g. Lawson, Strickland and Woifson, 1999). To the 
best of the author's knowledge, little research has specifically investigated mental 
health professionals' perspectives and the implementation process. Some studies 
have collected qualitative data from individuals in Mental Health Trusts responsible 
for administering the CPA, although this was not the focus of the study (e.g. 
Schneider, Carpenter and Brandon, 1999). Therefore, it seems appropriate to 
investigate mental health professionals' perspectives of the implementation process, 
as this could provide valuable information to inform future practice.
Due to the lack of previous research in this area, this study was designed as an 
exploratory study into mental health professionals' perspectives of the CPA, rather 
than being hypotheses driven. Therefore, a qualitative approach was chosen, using 
interviews with open questions, permitting the researcher to explore the information, 
both in context and in Its entirety (Henwood and Pidgeon, 1995). Some closed 
questions using Likert scales were included to provide an overall impression of the 
team's perspectives of various aspects of the CPA.
Aims:
To explore CMHT professionals' perspectives of the CPA and its implementation, 
specifically with regard to its usefulness, its strengths and weaknesses and areas for 
improvement.
To use the information attained from the study to inform the CMHT and the wider 
Trust about the implementation of the CPA.
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Research Questions:
How do mental health professionals view the utility of the CPA? Can their views aid 
the implementation process of the CPA in this local CMHT?
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Method
Setting:
The research was conducted in a suburban CMHT. The team consisted of twelve 
mental health professionals and three administrative staff.
Participants:
The participants were twelve mental health professionals (8 women and 4 men) 
working in a CMHT. Table 1 shows the professions of the participants.
Profession Number of Participants
Community Psychiatric Nurse (CPN) 7
Social Worker (SW) 2
Clinical Psychologist 1
Occupational Therapist (OT) 1
Psychiatrist 1
Table 1: Number o f participants in each profession.
The number of participants falling into each age range is shown in table 2.
Age Range Number of Participants
25-34 1
35-44 2
45-54 8
55-64 1
Table 2: Number o f participants falling into each o f the age ranges.
The range of participants' experience working in the adult mental health field was 
from 3 to 29 years (mean = 16 years, 8 months, standard deviation = 8 years), and 
their experience of using the CPA ranged from nine months to ten years (mean = 5 
years, six months, standard deviation = 3 years, 4 months). Only eleven of the 
twelve interviews could be completely used (see Procedure section).
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Procedure:
As this study did not require client participation, and the participation of professionals 
was consenting, ethical approval was not sought. (Appendix A)
An interview schedule (see Appendix B) was developed by holding unstructured, 
informal interviews with three team members from various professions, and by 
consulting with the Team Manager, Consultant Clinical Psychologist and CPA 
Administrator to identify relevant questions. The contribution of different 
professionals, including the Team Manager and the CPA Administrator, to this 
process was Important to avert bias towards one profession or managerial level. A 
draft interview schedule was piloted with one member of the CMHT (an OT who 
resigned before the final interviews), which informed the final schedule. This process 
contributed to providing some level of face validity. However, the sample size and 
time scale of this study did not permit validity or reliability testing.
The schedule began by asking for demographic information (Appendix B). A total of 
13 questions followed, including a range of both open and closed (e.g. using Likert 
scales) questions. The open questions were important, as this was an exploratory 
study of opinions and beliefs. These questions enabled the researcher to "obtain 
their own ideas In their own language, expressed spontaneously, and this 
spontaneity is often extremely worthwhile as the basis for new hypotheses." 
(Oppenheim, 1992, p ll3 ). The closed questions allow the participants' responses to 
be compared with others more readily (Oppenheim, 1992, p i 14).
All the CMHT professionals agreed to participate in the study, although participation 
was not compulsory. Interviews were held at the CMHT in a private room, at a time 
prearranged with each participant. At the beginning of the interview, participants 
were informed of the purpose of the study and confidentiality was assured. They 
were informed that the interviews would be audio-taped, to ensure their responses 
would be accurately recorded. This ensured that the raw data was as rich as 
possible before it was analysed (Oppenheim, 1992, pll2-113). Participants were 
asked if they would like written feedback at the conclusion of the research. They 
were asked to sign a Consent Form (Appendix C) and were provided with a 
Participant's Aid (Appendix D) containing Likert scales and were asked to refer to it
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when required during the interview.
Qualitative Analysis:
Each interview was transcribed from the audio-tape, aided by notes made during the 
interviews, to facilitate data analysis. In this study, each interview took two hours on 
average to transcribe. However, a bad quality recording produced difficulties 
transcribing one Interview. The author spent six and a half hours transcribing only 
one third of this interview. Due to this and the uncertainty of the transcription's 
accuracy, this interview was not completely transcribed. The partial transcription was 
included in the analysis, and all twelve participants' data was available for the 
quantitative analysis.
Interpretative Phenomenological Analysis (IPA) was employed for this study, as it 
aims "to explore in detail the participant's view of the topic under investigation" 
(Smith, Jarman and Osborn, 1999). Its procedure involves looking for themes in the 
transcripts and clustering similar themes to produce a table of themes encapsulating 
the participants' responses. Smith et al. (1999) provide a comprehensive outline of 
the procedure of IPA.
The results of this research were fed back to the CMHT and a discussion facilitated 
around the issues raised (Appendix E).
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Analysis and Results
Quantitative Analysis
Due to the small sample size, no statistical analysis was employed in this study. 
However, the Likert scales (Appendix B) generated scores for participants' responses 
to questions. The median score for each question was calculated producing a score 
representing the team's response. The following graphs (Figures 1, 2 and 3) show 
the median score for each question.
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Figure 1: Median ratings o f Questions 3, 6a, 6b, 6c and 6d.
Questions 3 and 6a, b, c and d were all investigating the usefulness of the CPA 
documentation. The median scores in figure 1 indicate that the participants rated 
the CPA documentation in terms of its usefulness for assessment and for 
communication between various groups/individuals, as slightly more useful than 
"OK". The whiskers on each bar illustrate the range of responses to each question. 
Therefore, each question had a wide range of responses from "extremely useful" (all 
questions) to "not at all useful" (questions 3 and 6a).
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Figure 2 shows the participants' median response to Question 5a regarding the 
amount of paperwork involved. It indicates that the median rating was 5, that is, 
there was too much paperwork involved in the CPA. Participants' responses ranged 
from "just right" to "too much".
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Figure 3: Median ratings o f Question 12,
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Question 12 asked whether the participants thought the CPA had achieved its aims. 
Figure 3 shows the median rating for this question was 3.5, indicating that on 
average the participants thought the aims of the CPA were "partially achieved" 
tending towards "completely achieved".
Qualitative Analysis
In the qualitative analysis, participants were given fictional names, to protect 
participant confidentiality and to stress that the data presented related to individuals.
The process of IPA generates a Table of Themes (Appendix F). This indicates the 
wide range of issues considered during the interviews. The analysis aims to provide 
an account of participants' responses based on the Table of Themes (Smith et al., 
1999). However, due to limited space not all themes can be discussed  ^but those 
thought most salient by the author will be outlined.
Usefulness of CPA
The theme 'Usefulness of CPA' reflects how most participants began their interviews. 
This theme outlined how "important" ('Carol') and "essential" CPauQ the participants 
thought the theory of the CPA was ("the theory is excellent" - 'Jenny'). The approach 
and some of its documentation were thought to provide a focus when thinking about 
clients ("it always brings it into focus" - 'Julia').
However, there was frustration that although the CPA was theoretically and 
potentially useful, there were a number of difficulties with its implementation ("it's 
very hard to deliver on that [Government directives/National Service Framework] 
unless it changes in practice" - 'Paul', "In theory it should work extremely well... The 
only thing is because of maybe lack of staff or lack of time... it's not always as good 
as it could be." - 'Jenny').
Collaborative Relationships with Clients
The CPA's collaborative approach to care (CPAA, 2001) was highlighted by the
See 'Limitations and Weaknesses of this Study' section in Discussion
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participants C'the client is involved and it gives them a voice" - 'Frank') and reflected 
by the themes 'Collaborative relationship with clients', 'Involvement of carers' and 
'Collaborative relationship between professionals' (Appendix F).
Difficulties related to working with 'passive' and 'assertive' clients. It  was suggested 
that the presence of mental health problems made some clients resistant to take a 
collaborative role C' "everyone's going to sort everything out for me" " - 'Julia' 
referring to the client's view, "if they take part in the meeting, then they have the 
opportunity to develop their care plan" - 'Michelle'). Conversely, difficulties were 
raised regarding coping when 'assertive' clients disagreed with their care plan ("It Is 
very difficult to get them to agree...they would refuse to sign...the care plan" - 
'Stan').
Paperwork
The 'Paperwork' theme highlighted the confusion felt by participants, resulting from 
ongoing changes to the documentation fit's  caused a lot of confusion whenever it's 
changed" - 'Audrey'). This led to uncertainty about its completion ("it has become a 
bit unclear because they have chopped and changed the forms" - 'Julia'). It  was 
suggested that a standard set of documentation utilised nationally was required, 
rather than different documentation for different Trusts ("I cannot see the point of 
every Trust in the country doing something different" - 'Frank', "I always presumed it 
would be more of a standard approach" - 'Eve').
The 'Paperwork' theme raised the issue of excessive paperwork, also reflected in the 
quantitative analysis above. However, the difficulties raised were not only related to 
the amount of paperwork, but also to it being time consuming ("this bureaucratic 
nonsense... that's tying whole teams up for hours and hours and hours every week" - 
'Frank') and involving duplication ("there's a lot of duplication"- 'Sharon').
Conflicts between 'Collaborative Relationships with Clients"and "Paperwork"
The analysis revealed that participants believed the excessive paperwork had 
reduced the time available to work with clients, and so was impinging on their ability 
to meet client needs ("A lot of paperwork, to the extent that it's actually interfering 
with... that it's actually taken away so much time from patient care" - 'John'). There
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was also the suggestion that the paperwork restricted the collaborative approach 
("bureaucratic process from the professionals' point of view, that's being delivered to 
the clients and carers" - 'PauO.
Involvement of carers
Carers were widely believed to be under-involved ("carers have been left out" - 
'Jenny'). Two suggestions partially explain this. Firstly, the client, viewed as the 
priority, does not want their carer involved ("clients who don't want anything known 
to the carer" - 'Eve'), and secondly, the carer does not want to be involved fthe  
carers don't want to come" - 'Audrey').
126
Service related research project
Discussion
The quantitative analysis indicated that participants believed the CPA has partially 
achieved its aims. The IPA suggested that they thought the aims and the theory of 
CPA were important, but not always practical to implement.
The issue of excessive paperwork (in terms of amount, time and duplication) was 
reflected in both the quantitative analysis and the IPA, and was believed to be 
contributing to difficulties in implementation. The ongoing changes to the 
documentation also appeared to impact negatively on its implementation, as 
participants reported feeling confusion over how to implement it. These difficulties 
suggested a training need around the documentation, as stated by 'Audrey', "What 
we need is teaching, not just about what the CPA's about... but the actual 
documentation". It seems appropriate that the training should not occur until the 
documentation has been finalised to minimise confusion.
A most salient issue raised by the IPA was that paperwork was impinging on client 
time. This is clearly not the intention of the CPA as it stresses the involvement of 
service users (CPAA, 2001). Therefore, it seems necessary that those designing the 
documentation give this issue serious thought, whilst changes are still being made to 
the documentation.
The final word on paperwork links to the collaborative approach of the CPA. 
Participants suggested that the requirement to complete paperwork restricted the 
opportunities to collaborate. For instance, in 'Stan's' example of the client 
disagreeing and refusing to sign the care plan, although the client was able to 
disagree, the fact that the care plan was still likely to be implemented does not 
promote collaboration. However, if there was less pressure to have a completed care 
plan following assessment with or without the client's agreement (Surrey Oaklands 
NHS Trust and Surrey County Council Social Services, 1999), more time could be 
spent working collaboratively on a care plan everyone broadly agrees on.
The difficulties working collaboratively with 'passive' clients were highlighted by the 
IPA. This may be linked to them experiencing mental health difficulties and placing
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themselves into the 'sick role' (cf. Niven, 2000). Therefore the team may benefit 
from a training workshop on enabling clients to take a more active role in their care.
Regarding the involvement of carers in the CPA process, there was wide agreement 
among participants that carers were insufficiently involved, albeit some had chosen 
not to be involved and some were not involved at the client's request. However, 
some clarity may be required regarding the definition of carer, that is someone who 
provides the client with "or intends to provide a substantial amount of care on a 
regular basis" (Surrey Oaklands NHS Trust and Surrey County Council Social Services, 
1999, p5). Also, the Carers Recognition and Services Act (1996, cited by Surrey 
Oaklands NHS Trust and Surrey County Council Social Services, 1999), states that 
carers have the rightXo a se/?ar^ te assessment of their needs. The CPA Handbook 
(CPAA, 2001) provides an outline describing when to involve carers, which could be a 
useful focus for discussion by the CMHT.
Limitations of this Study.
As this study was exploratory, its conclusions cannot be generalised to similar 
populations. However, the findings could inform the service involved, and the study 
could inform further research into the CPA, which, in turn, could inform the 
policymakers within the Department of Health.
Limitations within the design of this study included the use of an interview schedule 
not tested for reliability or validity due to time constraints. However, if the 
questionnaire is to be used in future work then it should undergo testing.
The author designed the schedule, as no appropriate schedule existed in the 
literature.
Another limitation is that it may be difficult to express opinions in a face-to-face 
interview. In this case the interviewer was a Trainee Clinical Psychologist, with 
whom the participants had worked, which may have made it difficult to openly 
express their thoughts .^ Therefore, a questionnaire may have been more
 ^ Although it may be that the familiarity of the interviewer may have put participants at ease and 
allowed them to speak more freely.
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appropriate. However, due to the small sample and the large number of open 
questions required (exploratory study), the author believed that face-to-face 
interviews would be more effective in gathering appropriate information.
Also, the quality of the recording of one interview prevented all of the data being 
included in the analysis. Therefore, future work would require good quality recording 
equipment and thought given to its positioning during interviews.
It is necessary to note that IPA is an interpretation of the data provided, an "attempt 
to theorize or explain your respondents' answers" (Smith et ai., 1999, p 227). 
Therefore, the reliability or validity of the interpretation is uncertain, based as it is 
upon the interpretation of the transcripts by the author. However, without such 
qualitative methods it may be difficult to highlight concerns such as those raised by 
participants in this study.
It is unfortunate as the analysis was affected by the word limit of this study. That is, 
it was only possible to highlight the most salient issues and not those viewed as less 
significant by the author, even though they were likely to be of importance.
Conclusion
This study can inform the CMHT and the wider Trust about the CPA's 
implementation. In particular, investigating the requirement of all documentation, 
and training for mental health professionals in the areas of CPA documentation, 
facilitating clients to work collaboratively and the involvement of carers.
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University of Surrey
P s y c h D  C l in ic a l  P s y c h o l o g y
Service Related Research Project 
Ethical Scrutiny Form
The nature o f  the proposed project is such that I am satisfied that it will not require scrutiny 
by the trust’s ethical committee.
Name o f Supervisor:......
Signature o f  Supervisor:
Name o f Trainee:
Title of SRRP:.....
 .....................
n
D ate:, 3.o.,/.3.i£.V
CF C:\chafloa\jamM\ethic5okform. doc
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Mental Health Professionals' Perspectives of the CPA 
Interview Schedule
The purpose of the Interview is to gain an insight into your views and opinions 
of the Care Programme Approach (CPA) and its possible impact on your 
present practice. As an Individual involved In the day-to-day Implementation 
of the CPA, your views are an invaluable information source for its future 
development.
The interview is confidential and the information you provide will not be 
identifiable to you personally.
The interview will be audio-taped to ensure your responses will be recorded 
as accurately as possible. The tape will be destroyed at the conclusion of the 
research.
I am planning to feedback the results of the research to the team in a 
presentation, which you will be invited to. Would you also like a written 
summary of the results?
Thank you for your participation.
Demographics
Age: 1. 2 5 -3 4 Gender: Male
2. 3 5 - 4 4 Female
3. 4 5 - 5 4
4. 5 5 - 6 5
Profession:.............................................................................................
Approximate length of experience working in the adult mental 
health field?
.................years...................months
Approximate length o f experience using the CPA?
.................years.................. months
136
Service related research project
1. What are your views on the Care Programme Approach to mental 
health care?
2a. On average, how soon after the team receives a referral is the client 
seen?
Within a day Within one week Within two weeks
Within three weeks Within one month 
More than a month
2b. Do you think this is satisfactory (using a scale of 1 to 5 where 1 is not 
satisfactory and 5 is most satisfactory)? Please expand on your 
answer.
Not Q. Most
satisfactory satisfactory
3. In your opinion, how useful is the CPA assessment in gathering the 
information required for a care plan? Please expand on your answer.
Not at all Q. Extremely
useful useful
4. In your view, what is the impact of the CPA on your practice?
5a. What are your views on the amount of paperwork involved in the CPA?
1______________ 2________________ 3______________ 4________________^
Too little Just right Too much
Please expand on your response?
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5b. Are there any particular form you find difficult to complete? Can you 
say why?
6. In your opinion, how useful is written CPA documentation in helping to 
clarify communication between:
a. different professional groups/organisations? Please expand.
[ i ______________ 2________________ 3______________ 4________________^
Not at all p. Extremely
useful useful
b. professional groups/organisations and clients? Please expand.
Not at a\\ p.. Extremely
useful useful
c. professional groups/organisations and carers? Please expand.
Ndt at att Extremely
useful useful
d. clients and carers? Please expand.
Not at all p.. Extremely
useful useful
7. What do you think is the most difficult area/question covered in the 
CPA documentation? Can you say why this is?
8. If a client expresses special requirements about who their care-
coordinator should be (e.g. in terms of gender, ethnicity or profession).
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how are these taken into account by the service?
9. In what ways are clients involved in developing their initial care plan?
10. One of the aims of the CPA is to include carers' views to inform the 
care plan? How far do you think this is achieved in practice?
11. All clients and carers needs are expected to be regularly reviewed at a 
care plan review meeting. What is your experience of this process?
12. The CPA "was designed to ensure that people In the community
received the treatment, care, support and monitoring they needed to 
Stay as weii as they could, and to remain safe. "
(Still Building Bridges, DoH, 1999)
How far do you think this has been achieved? Please expand on your 
answer?
Not achieved Partially Completely
at all achieved achieved
13. And finally, what is your vision of how Mental Health Services and the 
CPA will look in 5 years time?
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Consent Form
I understand that the purpose of this interview is to gain an insight into my 
views and opinions of the Care Programme Approach.
I understand that the interview is confidential and the information I give will 
not be identifiable to me personally and information about me will not be fed 
back to anyone in the Trust.
I understand that the interview will be audio-taped and the tape will be 
destroyed at the conclusion of the research.
I am aware that I can stop the interview at any time.
Print Name:..................................................................
Signed:...........................................................................
Date:...............................................................................
I would like a written summary of the results YES /  NO
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Age:
2b.
3.
5a.
Service related research pr
Participants' Aid
1. 2 5 - 3 4
2. 3 5 - 4 4
3. 4 5 - 5 4
4. 5 5 - 6 5
Within a day Within one week Within two weeks
Within three weeks Within one month
More than a month
|i 2 3 4 5 |
Not
satisfactory Ok
Most
satisfactory
ll 2 3 4 5 |
Not at all 
useful Ok
Extremely
useful
| i 2 3 4 5 |
Too little Just right Too much
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6a.
6b.
6c.
6d.
12.
Not at all 
useful Ok
Extremely
useful
U 2 3 4 s|
Not at all 
useful Ok
Extremely
useful
l l  2 3 4 si
Not at all 
useful Ok
Extremely
useful
U 2 3 4 s|
Not at all 
useful Ok
Extremely
useful
The CPA "was designed to ensure that people in the community 
received the treatment, care, support and monitoring they needed i 
stay as well as they couid, and to remain safe. "
(Still Building Bridges, DoH,
| l  2 3 4 5l
Not achieved 
at all
Partially
achieved
Completely
achieved
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VSN/rfp 
27 June 2001
/
Dear
Re: CPA Research Project
I Sm writing to confirm our earlier conversation regarding your presentation to the Team of 
your CPA Research Project. This has been arranged for Wednesday, 18 July 2001 at 
12.30 p.m. here at . We look forward to your presentation.
I would like to take this opportunity to thank you for the hard work and contributions you 
made towards the Team during your stay with us.
With kind regards,
Yours sincerely
Acting Team Manager
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The Subjective Experiences of Social Situations of Adults with
Asperger Syndrome:
An Interpretative Phenomenological Analysis
Major Research Project
July 2003 
Year 3
Word count: 20,258
149
Major research project
Abstract
This qualitative study aimed to explore the subjective experiences of social 
interactions of adults with Asperger Syndrome (AS). It outlined the history of AS, 
issues of diagnosis and differential diagnosis, prevalence and outcome for adults with 
AS. Deficits of Theory of Mind (TOM) and in social interactions of people with AS 
were discussed in detail. Previous research investigating the emotional impact of AS 
and qualitative research about AS was presented. Eight participants with AS were 
recruited and using a semi-structured interview, were asked about their subjective 
experiences of social situations. The interviews were audio-taped, transcribed and 
then subjected to Interpretative Phenomenological Analysis (IPA). The analysis 
generated five interrelated super-ordinate themes: perceived difficulties in soda/ 
situations, barriers to successful social interactions, emotions and thoughts related to 
social situations, coping strategies and facilitators for social Interactions. The themes 
were presented and illustrated by extracts from the participants' transcripts and the 
relationships between the themes were described. Importantly, this study 
demonstrated that the participants were aware of their difficulties in social situations 
and the factors that influence their problems. They recognised in themselves some 
of the difficulties previously only observed and hypothesised by others and 
highlighted areas which have not been covered by previous research, (e.g. self- 
consciousness). Clinical implications were raised and recommendations for future 
research made.
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Introduction
This study aimed to explore the subjective experiences of social interactions of adults 
with Asperger Syndrome (AS). It will begin by outlining the history of AS. It will 
discuss issues of diagnosis and differential diagnosis, prevalence and outcome for 
adults with AS. Deficits of Theory of Mind (TOM) and in social interactions of people 
with AS will be outlined in detail, as they are of particular relevance to this study. 
Then areas of previous research about AS will be described, with particular areas of 
interest to this study considered in detail. These research areas are the emotional 
impact of AS and qualitative research about AS. The research question will then be 
presented.
History of Asperger syndrome
AS has only been identified relatively recently. It  was first illustrated in 1944 by Hans 
Asperger, a Viennese paediatrician (Asperger, 1991). He described four boys, whom 
he believed to have a type of personality disorder that he termed 'autistic 
psychopathy'. These boys were observed to have difficulties with social interaction 
and communication and developed special interests. About that time /n America, Leo 
Kanner also described similar symptoms in 'autistic' children, and his view of autism 
dominated understanding and knowledge for many years. Meanwhile, Asperger's 
observations were largely ignored until 1981, when Lorna Wing first applied the term 
AS to a group of children who resembled the boys Asperger had presented (Wing, 
1981). She had observed that these children went on to develop fluent speech and a 
wish to interact with others, and so were different from Kenner's descriptions of 
children with a limited ability to respond to others and severe language impairments. 
However, these children did have significant difficulties with advanced social skills 
and conversation. The clinical features of AS were outlined as: lack of empathy; 
naive, inappropriate, one-sided interaction; little or no ability to form friendships; 
pedantic, repetitive speech; poor non-verbal communication; intense absorption in 
certain subjects; and clumsy and ill-coordinated movements and odd postures 
(Burgoine and Wing, 1983).
The Autistic Spectrum
AS was hypothesised to be part of the autistic continuum or spectrum (Wing, 1996).
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The hypothesis is based on the idea that all the disorders on the continuum involve 
the triad of impairments, (i.e. in the development of social interaction, 
communication and imagination) and the resulting rigid, repetitive behaviour, but 
that the level of impairment varies in severity across different disorders (Wing,
1991). Each disorder merges into the next so there are no clear boundaries (Wing, 
1991).
Diagnosis
There are currently four sets of diagnostic criteria for AS: the Tenth Revision of the 
International Classification of Disease (ICD-10) (WHO, 1989); the Diagnostic and 
Statistical Manual of Mental Disorders, 4th edition (DSM-IV) (American Psychiatric 
Association (APA), 1994); Gillberg and Gillberg (1989); and Szatmari, Bremner and 
Nagi (1989). There is no universal agreement about which criteria are the most valid 
or useful. These criteria are all outlined in Appendix A. All four sets of criteria 
outline impairments or abnormalities in social interaction and non-verbal 
communication. Other areas (such as narrow interests, restricted, repetitive, 
stereotyped patterns of behaviour, speech and language peculiarities), are outlined 
by some, but not all the criteria. The ICD-10 and DSM-IV diagnostic criteria are 
difficult to apply to adults, unless there is a comprehensive developmental history 
available, as they require that there is no clinically significant general delay in 
language or cognitive development in childhood. Therefore the Gillberg and Gillberg 
(1989) and Szatmari et al. (1989) criteria may be more useful for diagnosing adults. 
Tantam (1991) outlined the diagnostic criteria for AS in adults (Appendix B). His 
criteria indicated that if a childhood history is not available and the symptoms cannot 
be attributed to psychosis that occurred after early childhood, then a diagnosis of AS 
can be made.
As a result of the disagreement about which criteria to use, in both clinical and 
research practice different criteria for diagnosis are applied. Therefore, the reality is 
that individuals (in particular adults not diagnosed in childhood) may either be given 
a diagnosis of AS or not, depending on which set of diagnostic criteria had been 
used. One example is of Van Bruce MacDonald (1998), who was not diagnosed with 
AS until he was 53-years-old. He wrote of how this knowledge of AS eventually 
provided him with an understanding of his behaviour and emotions, and equipped
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with his new understanding enabled him to come off inappropriate psychotropic 
medication and focus on managing his behaviour. His paper provides a strong sense 
of a man able to positively move forward as a result of having a framework for 
understanding his problems after struggling for many years.
Differential diagnosis from high-functioning autism (HFA)
Currently, there is a debate about AS verses HFA. That is, there is no agreement 
about whether they are the same, similar or distinct disorders (Gillberg, Gillberg, 
Rastam and Wentz, 2001). There are no specific diagnostic guidelines for HFA. 
However the most commonly used definition is those individuals who meet the 
diagnostic criteria for autistic disorder (DSM-IV) (APA, 1994) and/or childhood autism 
(ICD-10) (WHO, 1993), but whose Full Scale IQ score is above 65-70 (Gillberg and 
Ehlers, 1998). Howlin (2000) highlighted that the diagnostic criteria for AS are often 
used inconsistently. This can therefore result in either AS or HFA being used for any 
adult on the autistic spectrum with a high IQ and "good communication skills" (p64) 
(regardless of whether a history of early language development is available). This 
indicates that clinically the labels AS and HFA are almost interchangeable.
Additionally research studies often do not consistently distinguish between autism 
and AS.
Gillberg and Ehlers (1998) outline the five most contentious questions in the 
diagnosis of AS verses HFA. These are "whether or not:
1. Motor skills should be regarded as a differentiating feature
2. AS or HFA could be associated with cognitive disability (including overall mental 
retardation)
3. Language impairment is impaired in HFA but spared, or even hyperfunctioning, in 
AS.
4 . A diagnosis of HFA and one of AS can be made in the same individual at different 
stages of development (e.g., HFA in early childhood 'turning into' AS in later 
school years, or vice versa).
5. HFA and AS refer to the same or distinct groups of individuals."
(p84).
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These issues continue to be debated (for a summary see Gillberg and Ehlers (1998)). 
However, it is acknowledged that there are currently many adults who were 
diagnosed as having autism when they were children, prior to 1980 before clinicians 
became aware of AS (Howlin, 2000). These adults may or may not have a current 
diagnosis of AS depending on their access to services and/or the choice of diagnostic 
criteria used.
Prevalence
Since AS has only been recognised in the last 20 years, there have been very few 
prevalence studies with children and none to the author's knowledge with adults. 
Fombonne and Tidmarsh (2003) found that prevalence rates in children ranged from
0.3 to 48.4 per 10,000. This variation is likely to be due to methodological variations 
in the studies. For example, a Swedish study by Ehlers and Gillberg (1993) found a 
prevalence of 0.36%. They asked all the teachers in a suburban town to complete a 
screening questionnaire on all of the children in their classes. A similar Canadian 
study (Bryson, Clark and Smith, 1988) found a prevalence rate of 0.024%. However, 
the teachers were not required to fill out screening questionnaires® for all children, 
only those they considered to have specific difficulties, which could have led to 
underreporting of AS.
Generally there is strong evidence that more boys than girls have AS. For example, 
Ehlers and Gillberg (1993) found that the boy to girl ratio was 4-.1.
Outcome
Howlin (2000) summarised the follow-up studies investigating the outcome in adult 
life for people with AS and HFA^  (Rumsey, Rapoport and Sceery (1985); Szatmari, 
Bartolucci, Bremner, Bond and Rich (1989); Venter, Lord and Schopler (1992); 
Larsden and Mouridsen (1997); and Mawhood and Howlin (1999)). The sample sizes 
ranged from 9 to 43. The percentage of participants who attended college or 
university was between 5 and 50%. Those living independently or semi- 
independently ranged from 16 to 50%. The number of participants who were
® Different screening questionnaires were used in the two studies.
 ^HFA is included here as most research studies combine the two groups based on their 
similarities.
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married in each study ranged from 0 to 2. The percentage of participants with 
psychiatric diagnoses ranged from 9 to 89%, although the majority had depression or 
anxiety. The wide variation between the studies was likely to be due to differences 
in the methodologies for data collection and the samples themselves. For example, 
in the Larsden and Mouridsen (1997) study, the sample was made up of adults who 
had originally been diagnosed as psychotic, but were later considered to have AS or 
HFA, and had been hospitalised as children.
There is evidence that in recent years outcome has improved for people with autism 
including those with AS (Howlin, 1997). She cited the reduction in the number of 
people living in institutions, the increase in the number of people living in their own 
homes, and an increase in those with jobs as important factors in this improvement 
in outcome. Howlin also described the potential importance of having a close 
relationship on positive outcome. Nevertheless she also highlighted the considerable 
difficulties that individuals with AS and autism are likely to have in work, education 
and relationships due to their primary impairments in communication, social 
understanding and ritualistic behaviours.
Theory of Mind (ToM)
ToM is the ability to recognise that other people have thoughts, beliefs, knowledge 
and feelings, which are likely to influence their behaviour. It is usually developed 
around the age of four (Attwood, 1998).
It is widely accepted that individuals on the autistic spectrum have impairments of 
ToM (Frith and Happé, 1999). Baron-Cohen (1990) described this difficulty as 
'mindblindness'. Children with AS have been found to have some ToM deficits, for 
example, failing to pass simple ToM tests, such as understanding a white lie and the 
motivation behind it (Attwood, 1998). Nevertheless some children with AS could 
pass simple ToM tests, but took several seconds to answer where children without AS 
answered immediately (Attwood, 1998).
Frith (1991) stated that older and more able individuals with AS could solve simple 
ToM tests. However, Frith did not think this indicated a normally functioning ToM, 
instead she hypothesised these individuals used a different strategy to solve the
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tests, which may demonstrate their adaptability. Klin (2000) also proposed that older 
children and adults who passed relatively complex ToM tests may have learned 
strategies rather than having the instinctive empathy of individuals without AS.
More subtle ToM tasks have been developed to minimise the likelihood that other 
strategies may confound responses. For example, adults with AS or high functioning 
autism (HFA)® performed significantly worse than non-autistic spectrum disorder 
controls at describing mental states based on photographs of people's eyes (Baron- 
Cohen, Wheelwright, Hill, Raste and Plumb 2001). This suggested that adults with 
AS do have some level of impairment of ToM.
Bowler (1992) pointed out that the primary impairment for people with AS is social 
impairment and it is present even with the possession of ToM (as indicated by 
passing ToM tests). Therefore, having ToM does not protect against social 
impairment in adults with AS.
Deficits in Social Interaction
People with AS have impairments on social interaction. These include difficulties with 
conversations, such as reciprocity, pragmatics and verbal fluency. It also includes 
difficulties making eye contact, and non-verbal communication such as facial 
expression (Attwood, 1998). However, due to limited space eye contact and non­
verbal communication will not be discussed further.
Howlin (1997) stated that all adults with autism® show lack of reciprocity in their 
language. That is, they have difficulties engaging in conversations, listening to 
others and find 'chit-chat/ difficult. They tend to be unaware that they are 
dominating the conversation inappropriately, and fail to appreciate the 'two-way' 
nature of conversation.
People with AS have problems using the social context to aid their understanding 
during conversations, that is they have difficulty with pragmatics (Attwood, 1998;
This study did not make a distinction between AS and HFA individuals. 
® Including adults with AS.
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Gillberg, 2002; Adams, Green, Gilchrist and Cox, 2002). Attwood (1998) described 
children with AS as requiring training in the "art of conversation" (p68). He outlined 
these pragmatic difficulties as initiating conversation appropriately, repairing a 
conversation^ ®, coping with uncertainty or mistakes, making irrelevant comments and 
interrupting.
Adams et al. (2002) investigated the difficulties with the use of language 
(pragmatics) in 19 adolescent boys with AS compared with 19 adolescent boys with 
conduct disorder using a quantitative discourse analysis. They found that the AS 
group showed significantly more pragmatically flawed responses than the conduct 
disorder group. For example:
"SUBJECT: we live in an estate where there are many closed down houses 
RESEARCHER: right
RESEARCHER: why do you think they've closed the houses down?
SUBJECT: we-ll
SUBJECT: our next door neighbour died of a heart attack"
Adams et al. (2002) (p683)
They also noted that the AS group would initiate exchanges more than the conduct 
disorder group. They did not find evidence that the AS group as a whole was more 
verbose and dominant in conversations, but three individuals were considerably more 
talkative than the others. However, there were also a small number of AS 
participants who never initiated conversation. One limitation of this study that the 
authors pointed out is that adolescents with conduct disorder are difficult to have a 
free-flowing conversation with, so it is difficult to be sure whether they were 
representative of a normally communicating group.
Attwood (1998) stated that verbal fluency (i.e. talking too much or too little) was 
problematic for children with AS. He described children who became 'lost for words' 
or mute and suggested that this may be due to a high level of anxiety. Thus 
indicating the effect of emotions on their speech.
For example, not seeking clarification when they have not understood, to make sure the 
conversation continues on the same topic, rather than coming to a premature end or having 
the topic of conversation changed by the person with AS.
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Research Areas
As is to be expected with a newly identified disorder, there has been a rapid increase 
in research investigating AS over recent years (Gillberg and Ehlers, 1998). The areas 
of research have been many and varied. For example: devising diagnostic criteria 
(Gillberg and Gillberg, 1989; Szatmari, et al., 1989); devising screening and 
diagnostic tools (e.g. Ehlers, Gillberg and Wing, 1999; Gillberg, Gillberg, Rastam and 
Wentz, 2001; Baron-Cohen, Wheelwright, Hill, Raste and Plumb, 2001); investigating 
the mechanisms behind the symptoms of AS, in particular ToM (Baron-Cohen, Leslie 
and Frith, 1985; Bowler, 1992; Dahlgren and Trillingsgaard, 1996; Frith and Happé, 
1999); investigating the extent of the impairments in AS (Fine, Bartolucci, Szatmari 
and Ginsberg, 1994; Happé, 1994; Jolliffe and Baron-Cohen, 1999; Klin, 2000); 
comparing individuals with AS with individuals with HFA (Dahlgren and Trillingsgaard, 
1996; Gilchrist, Green, Cox, Burto, Rutter and Le Couteur, 2001); and discussing and 
evaluating the efficacy of methods of working with people with AS, (Hare, 1997; Hare 
and Flood, 2001; Hare, Jones and Paine, 1999; Klin and Volkmar, 2000; Silver and 
Oakes, 2001).
However, this study is particularly interested in the experiences of people with AS 
and the impact of AS on individuals. It will therefore outline in more detail the 
research relating to the emotional impact of AS and qualitative research that 
focussed more on individuals' experiences.
Evidence of the emotional impact of AS
As the primary difficulties in AS are social impairments and deficits in non-verbal 
communication, it would follow that people with AS will experience considerable 
problems during social interactions. In a social world, it is to be expected that these 
are likely to have a significant emotional impact on individuals with AS. Research has 
begun to investigate in what ways these difficulties affect both children and adults 
with AS.
Tantam (2000a) reviewed research investigating the reactions of adolescents and 
adults with AS and of others to their impairments. He stated that the impairments in
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AS impede normal social interactions and consequently may preclude the 
development of social relationships, which then brings social stigmatisation, a lack of 
support and even rejection. He suggested that this could lead to secondary 
disabilities, including antisocial behaviour (in particular aggression), impaired social 
relationships, substance misuse, sexual dysfunction and emotional disorder (i.e. 
anxiety and depression). Tantam noted that the reactions of others to the primary 
and secondary disabilities of people with AS are varied. For example, a caregiver 
may feel helpless and so either push the child away or become over-involved. He 
believed that these reactions could impact on the person with AS to create tertiary 
handicaps, for example behavioural and emotional problems arising from 
victimisation. Tantam stated that 64 of the 100 people with AS that he had detailed 
records of, were reported by their parents to have been bullied or teased at school, 
which for some resulted in the child with AS being aggressive themselves. Tantam 
believed that the worst period for being bullied was between 11- and 15-years-old.
He suggested that people might react with hostility to people with AS, because they 
attribute the actions of the person with AS to malice and not disability.
Tantam (2000a, 2000b) also stated that emotional disorders were over-represented 
in adolescents and adults with AS. He outlined the causes of emotional disorder 
(Tantam, 2000b). These were victimisation, vulnerability to affective disorder, family 
tension or breakdown, high rates of adverse life events, awareness of difference, 
over-sensitivity to comments made, ruminations about injustices and broken 
relationships.
Kim, Szatmari, Bryson, Streiner and Wilson (2000) demonstrated the over­
representation of emotional disorders in children with Pervasive Developmental 
Disorder^  ^ in a Canadian study of the prevalence of anxiety and mood problems in 9- 
to 14-year-olds. The Pervasive Developmental Disorder (PDD) group (n=59) was 
made up of children with high-functioning autism (n=40) and AS (n=19). The PDD 
group was compared with a community sample (n=1751). This study utilised the 
Revised Ontario Child Health Study Scales (OCHS-R) (Sanford, 1993) to measure 
psychiatric problems, which were completed by the parents. The study found that of
11PDD is a DSM-IV diagnostic category including AS and autistic disorder (APA, 1994).
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the PDD group, 16.9% scored at least two standard deviations'  ^above the 
community sample population mean on the depression measure of the OCHS-R, 
13.6% scored at this level on the generalised anxiety measure and 8.5% scored at 
this level on the measure of separation anxiety. The PDD group mean scores on the 
depression, generalised anxiety and separation anxiety measures were all found to 
be significantly higher than the community sample means. However, the PDD group 
mean score on the conduct disorder measure was not significantly higher than the 
community sample mean. Within the PDD group, children with high scores on the 
depression measure were significantly more likely than PDD children with low scores 
to have poor relationships with teachers, peers and family members. However, it is 
important to note that this was not a causal relationship, only a correlation. The 
high-functioning autism and AS groups did not differ significantly on measures of 
depression or generalised anxiety.
Conversely, in Australia, Tonge, Brereton, Gray and Einfeld (1999) found that in 
comparing behavioural and emotional disturbance in 4- to 18-year-olds with either 
high-functioning autism (HFA) (n=75) or AS (n= 52), the AS group had significantly 
higher scores on measures of disruptiveness, anxiety, antisocial behaviour and 
difficulty in social relationships than the HFA group (measured by subscales of the 
Developmental Behaviour Checklist (Einfeld and Tonge, 1995)). The different 
methodologies and measures used in these studies might account for the 
discrepancies between these studies.
Qualitative research
Much of the research into AS has utilised quantitative methods. That is, researchers 
have been concerned with identifying cause and effect relationships (e.g. outcome in 
adulthood (Howlin, 2000; Tantam, 2000a), devising diagnostic criteria (Gillberg and 
Gillberg, 1989; Szatmari et al., 1989, etc.) and testing hypotheses (e.g. investigating 
ToM (Baron-Cohen, Leslie and Frith, 1985; Bowler, 1992; Dahlgren and 
Trillingsgaard, 1996; Frith and Happé, 1999)). This work has provided an important 
literature base furthering our knowledge of AS. However, in order to round our 
knowledge of AS it is important to investigate AS in richer detail. Qualitative research
In a normal distribution only 2.5% of a sample would have scores at least 2 standard 
deviations from the mean.
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methodologies are concerned with meaning and so enable investigation of the details 
to occur. They aim to explore how people understand and experience the world and 
events from the perspective of the research participants. They do not claim to be 
objective, and acknowledge the subjective nature of the analysis (Willig, 2001). Such 
information would be important for the AS literature, as it would provide those living 
and working with people with AS with a deeper, more detailed understanding of 
these individuals, involving their beliefs, desires and needs. This could potentially 
lead to the provision of more appropriate services for people with AS (Carrington and 
Graham, 2001).
Therefore, quantitative and qualitative research methodologies both provide useful 
information about a research area. However, their different phénoménologies 
present information from different perspectives, which complement each other to 
provide a more rounded knowledge base. For example, Tonge et al. (1999) tell us 
that children with AS score more highly on an anxiety measure than children with 
HFA. However, that alone cannot tell us anything about how it is experienced by 
those children. Conversely, qualitative research methodologies allow the exploration 
of such questions (Willig, 2001).
Qualitative information about the experiences of people with AS is becoming more 
available. The primary form of this information is from autobiographical accounts 
written by people with AS (e.g. Grandin, 1995; Hall, 2001; MacDonald, 1998;
Williams, 1994). Some of these individuals described themselves as having autism 
(Grandin, 1995; Williams, 1994). This may be due to their diagnosis being made 
prior to 1981, before AS was widely recognised (Howlin, 2000). Although not pieces 
of research, these accounts are invaluable sources of information, not only 
highlighting the difficulties and abilities these individuals have, but also providing an 
insight into how people with AS or HFA see the world and how they fit within it. For 
example*.
"Social interactions that come naturally to most people can be daunting for people with 
autism. As a child, I was like an animal that had no instincts to guide me; I  just had to learn 
by trial and error. I was always observing, trying to work out the best way to behave, but I
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never fit in. I had to think about every social Interaction. When other students swooned over 
the Beatles, I called their reaction an ISP - Interesting Sociological Phenomenon. I was a 
scientist trying to figure out the ways of the natives."
Grandin (1995) (p l32).
"Sometimes people say they want to build a bridge between normal people and autism. I feel 
like a new country in the world that no-one can discover, and I don't want a bridge built right 
across to me."
Hall (2001) (pl05).
Some research has also begun to provide qualitative information about the 
experiences people with AS have socially. For example, one descriptive study 
(Church, Alisanski and Amanullah, 2000) investigated the social, behavioural and 
academic experiences of forty children (39 boys and 1 girl) with AS based at a 
university medical centre child development program. The methodology for 
gathering the data was unclear. The study was described as a retrospective chart 
review, but did not clearly state what this involved. It was unclear whether 
participants were interviewed, when and how they were observed, whether the 
children's files were used, and even precisely who the participants were (i.e. parents 
and teachers, as well as the children themselves). The results suggested that the 
children, their parents and their teachers provided verbal information, but the context 
of this is ambiguous. The children were divided into four groups based on 
developmental stage: preschoolers (3-5 years old); elementary school age (5-11 
years old); middle school age (12-14 years old) and high school age (14-17 years 
old). However, the older children were also included in the previous developmental 
groups, as it was reported that the children had been followed for several years. It 
was not clear how the data were gathered for the earlier developmental stages when 
the child was at a later stage at the time of the study. The descriptions of their 
social experiences are summarised here.
Preschoolers (n=40) had problems initiating and maintaining relationships with other 
children. Maternal separation at entry to preschool was generally difficult and for 
some traumatic. The majority preferred to be on the edge of activities, but some 
were forward, verbal and persistent. Many appeared to misinterpret social situations 
and cues, and so were described as inappropriately silly, loud, aggressive or
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completely withdrawn. Some children seemed to lack awareness of others, either 
appearing completely oblivious to them or behaving as if they were objects.
All the elementary school group children (n=39) were considered to have significant 
social skills difficulties. None had deep reciprocal relationships with other children, 
although some had superficial friendships. Conversations generally began abruptly, 
were about a specific topic, and there was no small-talk. They also misinterpreted 
social cues, which resulted in inappropriate behaviour, and did not appear to 
understand the impact of their behaviour on others. The children's social 
impairments appeared to result in their alienation from other children and set a 
precedent for negative interactions.
The middle school group children (n=13), had made considerable improvements in 
their social abilities, however, their social impairments continued to be the main 
problem. Half of this group had a best friend, although this friendship appeared 
superficial. When playing, the child with AS usually directed the play and had rigid 
rules, and might get upset if the other child wanted to play differently or broke the 
rules. Again, conversations were often about a specific topic of joint interest and 
involved no small-talk. Ten of the children were described as loners and preferred 
solitary activity, but all thirteen children expressed that they wanted to interact with 
other children on some level, but had difficulty.
As with the middle school group, social difficulties were considered the most 
significant problem for the high school group (n=5, all male). Specific difficulties 
were interpreting social cues, interacting with others at an age-appropriate level and 
failing to understand the consequences of one's actions. All of the teenagers had at 
least one friend, and the relationship was based on a specific common interest. The 
friendships were viewed by others as superficial, but the boys appeared to find them 
satisfactory, and did not want a deeper relationship. All were interested in girls, but 
this interest appeared to be like a curiosity for a new object, than a relationship.
Their social impairments were more prominent when trying to meet a girl and often 
resulted in inappropriate behaviour (e.g. stalking), and they were unaware of their 
effect on the girls.
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This study is useful as it provides rich information about the experiences children 
with AS have at different developmental stages. It is full of real-life examples, which 
provide a flavour of what life is like for these individuals. However, due to the 
methodological questions raised above, it is not clear exactly who provided the data.
Another, smaller, descriptive study using qualitative methodology aimed to 
investigate the perceptions of school by teenage boys with AS and their mothers 
(Carrington and Graham, 2001). This study utilised semi-structured interviews to 
collect data from two 13-year-old boys with AS and their mothers. They used the 
method of constant comparison to analyse the data, and so developed four main 
categories from the interviews. These were: developmental differences; problems 
associated with the general characteristics of AS (i.e. social and communication 
difficulties, restricted range of interests, and a need for routine); stress; and 
'masquerading'. The developmental differences category involved the mothers' 
recollections of their sons as babies and young children and their realisations that 
something was different about them. The problems associated with the 
characteristics of AS category highlighted the difficulties the boys experienced. For 
example, not understanding body language resulted in other children thinking of one 
boy "as a weirdo" (p41), and difficulties appreciating the thoughts and feelings of 
others made it very hard for the boys to develop friendships. The stress category 
outlined how the boys often felt stress as a result of their difficulties interacting 
socially with their peers and their need to belong. 'Masquerading' was a category 
that arose from the mothers' comments. Both mothers believed that although the 
boys experienced stress associated with the characteristics of AS, they generally 
attempted to keep their feelings hidden at school, and the stress was more evident at 
home.
Another qualitative study specifically investigated the social relationships of five 
people with AS (Jones and Meldal, 2001). This study used websites written by 
people with AS (apparently without the help of others) as their raw data, and did not 
contact the individuals directly. There were no demographic data presented. 
Therefore, it was not known whether the websites belonged to adults, children or a
165
Major research project
combination. Grounded theory^ ® was used to analyse the data and five main themes 
were generated. These were: an awareness of the difficulties in communication and 
comprehension; a desire for relationships; descriptions of attempts to 'fit in' by trying 
to role-play at being non-autistic; the awareness of other people with AS as a 
supportive community; and an awareness of the benefits of the internet to develop 
social relationships. A limitation of this study was that it was not possible to ascertain 
with confidence whether the individuals had had any help in constructing their 
websites, and therefore whether the views expressed were solely their own. It is 
also questionable whether it is ethical to use the websites without the owners' 
knowledge or consent.
Both the Carrington and Graham (2001) and Jones and Meldal (2001) studies 
provided rich sources of information about the perceptions of people with AS, and so 
a better understanding of these individuals, potentially informing services for people 
with AS.
Lack of research with adults
A substantial proportion of the research literature has been carried out with children 
(Howlin, 1997). The lack of research with adults may be due to the diagnosis only 
being recognised twenty-two years ago, and so relatively few adults have a diagnosis 
of AS compared to children (Tantam, 1991; Gillberg and Ehlers, 1998). As previously 
stated, many of the adults who have written autobiographical accounts (e.g. Grandin, 
1995) described themselves as autistic rather than as having AS, perhaps because 
they were diagnosed with autism before AS was recognised. Additionally, as the 
DSM-IV and ICD-10 criteria require a comprehensive developmental history to 
demonstrate no clinically significant general delay in language or cognitive 
development in childhood, adults who were not diagnosed as children may also not 
be diagnosed as adults.
It is as if adults with AS have not yet been recognised. Oliver Sacks, in his foreword 
for Grandin's Talking in Pictures {1^95), commented that "we almost always speak of 
autistic children, never of autistic adults, as if such children never grew up, or were
"Grounded theory involves the progressive Identification and integration of categories of 
meaning from data... theory is the end-product of this process." (p33, Willig, 2001).
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somehow mysteriously spirited off the planet, out of society." (p ll). This sentiment 
is also reflected in service provision for people with AS. That is, from clinical 
experience, some learning disability services will not accept them as they do not have 
a learning disability, but some adult services believe that learning disability services 
have a more relevant knowledge base and so do not accept them either, leaving the 
person with AS not belonging anywhere and not receiving a service.
This lack of a detailed evidence base about adults with AS provides health 
professionals with little guidance about how best to work with them.
Current Study
Qualitative research that provides rich and detailed information about people with AS 
of all ages, particularly adults, from their perspective is rare.
The current study aimed to explore the perspectives and subjective experiences of 
adults with AS. As social impairments are one of the main characteristics of AS and 
social difficulties have been shown to be the primary source of significant problems 
for children, adolescents and adults (Church, et al., 2000; Tantam, 2000a; 2000b), 
this study will explore adults' subjective experiences in relation to social situations. It  
will utilise qualitative methodology to facilitate the exploration of the data to describe 
how adults with AS experience social situations.
Research question
To explore and develop understanding of the subjective experiences of social 
situations of adults with AS.
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Method 
Research Design and Rationale
A research methodology situated within the qualitative paradigm was considered 
appropriate for this study for a number of reasons. Firstly, the lack of research 
investigating how people with AS experience social interactions warrants an 
exploratory study. Secondly, the research question does not make a prediction about 
the social experiences of adults with AS. Thirdly, the question is asking froM'adults 
experience social situations (Willig, 2001). Therefore, Interpretative 
phenomenological analysis (IPA) was selected to analyse the data. IPA appeared the 
most appropriate method as it aims to understand how participants view their world 
and experiences (Willig, 2001) and "to explore in detail that participant's view of the 
topic under investigation" (Smith, Jarman and Osborn, 1999, p 218). IPA is 
interested in participants' subjective experiences of events rather than an objective 
view and assumes that individuals' experience of the same event are mediated by 
each individual's beliefs (Willig, 2001). Therefore, IPA aims to explore the 
participants' subjective experiences of the research topic (phenomenological 
analysis), however, it recognises that the role of the researcher in this process is 
interpretative and will therefore interact with the narrative of the participant (Willig, 
2001).
Willig (2001) suggested that a limitation of IPA was that it is not suitable to use with 
individuals who are unable to articulate their experiences sufficiently to be analysed 
by IPA. It could be argued that because of their conversational difficulties people 
with AS may have difficulty expressing themselves in the sophisticated way required 
for IPA. However, Carrington and Graham's (2001) study successfully gained 
meaningful information via interview from two boys with AS, and recommended that 
further qualitative research be carried out with people with AS. Additionally, Frith 
and Happé (1999), found that people with AS had some ability to introspect. Lastly, 
having difficulty with conversations does not mean people with AS are unable to 
consider and talk about their experiences in social situations, especially given the 
evidence that they are able to introspect.
168
Major research project
Setting:
The research was carried out in community mental health team (CMHT) and 
community learning disability team (CLDT) bases. Participants were given the choice 
of whether to have the interview at the relevant team base or at their home. Four 
requested the interview be held at home and four at the team base. This choice was 
offered to help participants feel comfortable and thus more able to speak freely and 
openly (Willig, 2001).
Ethical approval
Ethical approval was sought and gained from three ethics committees. Research and 
Development approval was also gained from the two relevant committees. The 
committees' letters of approval are found in Appendix C.
Participants:
Criteria for inclusion in the study
Participants were recruited from two sources, CMHTs and CLDTs. Inclusion criteria 
for this study were that participants must:
a. be aged between 18 and 65 years
b. have a diagnosis of AS made by a relevant professional (i.e. psychiatrist or 
clinical psychologist)
c. be aware of their diagnosis of AS, as the diagnosis will have previously been 
discussed with them
d. be able to communicate via spoken language
e. have English as a first language.
The study used a broad definition for AS (accepting potential participants diagnosed 
using any of the diagnostic criteria), due to the lack of agreement about which 
criteria are the most valid or useful. The participants were required to have a 
diagnosis of AS and not HFA, although it is acknowledged that it is not yet known if 
these are the same or distinct groups.
Recruitment o f participants
The sample was recruited by asking members of the CMHTs and CLDTs to identify 
potential participants that met the inclusion criteria for the study. The team
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members were requested to contact the potential participants and give them the 
Participant Information Sheet (Appendix D). Team members then asked the 
potential participants if the researcher could contact them to discuss whether they 
would like to consider taking part. If the potential participants agreed, they were 
contacted and a time was arranged to meet to discuss the research further.
As a result of this process 17 individuals who met the inclusion criteria were identified 
by the team members. Of these eight consented to be interviewed and completed 
the interview. Another 2 had agreed to be contacted by the researcher, one only 
agreed to contact in writing and did not respond to the letter and the other was 
asked after the researcher had finished interviewing. A further two individuals had 
been asked if they agreed for the researcher to be contacted, but refused. The first 
declined due to a family bereavement and the second due to illness. Four were 
never contacted by the team members because of time constraints and one could not 
be contacted as he was out of the country for the duration of the research. It is not 
clear how similar or different these potential participants were to those who did 
participate, as for ethical reasons the researcher could not be given information on 
these individuals.
Participant group
The following information was gathered from the demographic questionnaire (see 
next section). These data have been presented in such a way as to further protect 
participants'anonymity. That is, if this information is presented for each individual 
participant^  ^it would not be difficult to identify the participant if the reader had 
previously met them.
There were eight participants, six men and two women. The ages of the participants 
ranged from 23 years to 61 years. All participants were White British. Three were 
recruited from CMHTs and five from CLDTs.
Of the seven who knew when they had been diagnosed, diagnosis had been made 
between three and eleven years previously. Only one of these seven participants
That is, with age, gender, living circumstances etc. being described for each individual.
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had been diagnosed as an adolescent and the rest were diagnosed in adulthood.
Four of the participants lived with their parents, the two eldest lived alone, one lived 
in supported accommodation and the other lived with his wife.
One participant was in full-time paid employment. The eldest had retired from paid 
employment, but had been employed throughout his life. Three did voluntary work. 
The youngest was at college. Three attended a day placement. Two had no formal 
occupation, although one of these was looking for a job.^ ®
iThree participants, including both women said that they experienced mental health 
problems. These problems were bi-polar affective disorder, depression and stress. 
Seven participants said they had received treatment from a psychologist, five from a 
psychiatrist or community psychiatric nurse, and one had received treatment from a 
speech and language therapist and occupational therapist. Three participants had 
had help for their social and communication skills and one had received help with 
communication skills only.
Interview Schedule
Semi-structured interviews were selected as the most appropriate method of data 
collection. An interview schedule was developed by consulting with colleagues 
experienced in working with people with AS, and using texts aimed to aid the design 
of interview schedules (Willig, 2001). The main areas explored in the interview 
schedule were to gain an understanding of participants' subjective experiences of 
social interactions and how they coped with any difficulties they encountered (see 
Appendix E).
The schedule began with ten demographic questions to establish the extent of 
heterogeneity or homogeneity within the participant group (see previous section). 
The main interview was introduced by reiterating what the aims of the project were 
and by defining 'social situation' for the participants. The definition provided was: 
"Social interactions are when you have to talk to or mix with other people. The
These add up to more than eight as some of the participants did more than one 
occupational activity, e.g. voluntary work and a day placement.
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people can be people you know, like your family, friends and work mates, or people 
you have just met or don't know very well." Three open questions followed, each 
with prompts (Appendix E), covering what social situations the participants 
encountered; what their experiences were in those situations; and how they 
managed any difficulties they had in the situations. Open questions were used as 
the study aimed to explore participants' opinions and perceptions, rather than to 
compare one participant's responses to another's (Oppenheim, 1992). The prompts 
were aimed to provide the researcher with more specific questions If the participant 
was having difficulties talking about his/her experiences, and were not used for each 
participant. This served to facilitate a conversation between the researcher and 
participant, enabling a flexible exploration of the participants' experiences of social 
situations.
One pilot interview was held to evaluate the interview schedule and the way it was 
used during the interview. The transcript of this interview was looked at by the 
researcher, a research psychologist specialising in qualitative methods and two 
clinical psychologists with experience of working with people with AS. This process 
informed the subsequent interviews in various ways. The researcher only had three 
general questions in order to enable the participants' terms and concepts to be 
integrated into the interview (Willig, 2001). However, this contributed to the 
researcher sometimes asking less open, more directive questions, which were not in 
line with the exploratory nature of the interview. This feedback led to the interviewer 
being more aware of this possibility and taking more time to formulate questions in 
later interviews. However, it was suggested by one of the clinical psychologists that 
some of the more directive questions benefited the interview, especially with a 
person with AS, who may need support to have a discussion and develop ideas. It 
was also recommended to further explore the emotional impact of the situations and 
the ways in which they cope with the difficulties they face. These factors were kept 
in mind during the interviews and if relevant to the participants' narrative these ideas 
were explored.
This pilot interview was included in the data analysis, as the data it obtained were 
very rich and relevant to the research and the schedule itself was not altered as a 
result of the pilot.
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Administration of the Interview
Consent procedure
Following the recruitment procedure described above (pl69), the potential 
participant was asked to attend an initial meeting to discuss the research further. If 
the potential participant wished, their keyworker or care manager could attend this 
meeting. The study was described verbally, the Participant Information Sheet read 
through and the potential participant was given the opportunity to ask any questions. 
The Participant Information Sheet was left with the potential participant for future 
reference. Their rights to refuse to take part and to stop participating at any time 
without giving a reason were made explicit. The reason why they would need to. 
consent to the interview being audio-taped was also discussed with them. That is, it 
ensured an accurate recording of participants' responses, which would be transcribed 
in full, to maintain the richness of the data before analysis (Oppenheim, 1992; Willig, 
2001). Those who decided to participate were given the consent form to read and 
sign (Appendix F).
Interview procedure
At the interview, no keyworker or care manager was present, with the exception of 
one interview where the participant requested that his keyworker remain in the 
room. His keyworker did not have eye contact with him and she did not 
communicate at all during the interview. The interviews lasted between 60 and 110 
minutes and were audio-taped. The interviews were later transcribed. A copy of one 
of the interview transcripts is found in Appendix All identifying information was 
changed or removed from the transcripts, including names of people and places to 
protect anonymity.
Analytic procedure:
The procedure of IPA outlined in Smith et al. (1999) was followed. This procedure 
initially involved the careful examination of one transcript, by reading and re-reading 
it, each time noting aspects of interest to the study and beginning to generate
This transcript will be removed from the appendix following viva voce examination as it is 
thought that even when it is anonymlsed, it is still possible for the individual to be identified 
by people who know him/her.
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themes. The other transcripts were then subjected to this same analysis in turn, and 
emerging themes were integrated into a table of themes, with related themes 
clustered together. Each theme was demonstrated to be grounded in the text by the 
provision of examples from the transcripts.
Validity and reliability
Unlike quantitative research methods, there are no hard-and-fast criteria by which to 
evaluate qualitative research. There has been a debate about the relevance and 
importance of having evaluation criteria for qualitative research. Some believe that 
evaluation criteria are phenomenologically out of line with qualitative research 
methodology, as they arose from positivist principles of quantitative methodologies 
and so cannot be applied to qualitative research (Merrick, 1999). Others believe 
evaluation guidelines contribute to the legitimisation of qualitative research, and 
encourage improved quality control (Elliott, Fischer and Rennie, 1999). Elliott et al. 
(1999) and Henwood and Pidgeon (1992) developed some evaluation guidelines for 
qualitative research. Henwood and Pidgeon's (1992) guidelines were devised with 
grounded theory concepts in mind, whereas Elliott et al.'s (1999) criteria fit well with 
IPA. Therefore, Elliott et al.'s (1999) guidelines were used to address the reliability 
and validity of this study and are outlined below.
1. Owning one's perspective
This criteria suggests that the researcher should describe their own values and 
beliefs. This enables readers to judge the analysis and reflect on other explanations. 
Willig (2001) stated the importance of this guideline for evaluating IPA, to help the 
reader put the research in context and understand the position from which it was 
undertaken.
The researcher had worked therapeutically with people with AS and she believed that 
their voices are rarely heard in society. This is demonstrated by the lack of service 
provision for adults and the lack of qualitative research. She thought that in order to 
provide appropriate help and support to people with AS, it is important to attempt to 
understand an individual's perspective, and that asking the individuals themselves 
about their difficulties is an invaluable way of gaining such knowledge.
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The design of the interview placed boundaries on the scope of the interview, aiming 
to limit discussion to the three main topics (see Interview Schedule pl71).
However, aware of the exploratory nature of the research and the need for the 
participant to be able to describe their perspective fully, the researcher occasionally 
allowed the discussion to cross the parameters of the schedule. This enabled novel 
related topics that were important to the participants to be raised, to form a richer 
understanding of their perspective.
The researcher became less concerned with eliciting specific social situations that the 
individual experienced and more concerned with participants' experiences within 
those situations, regardless of whether a specific situation had been narhed. Instead, 
the question of what social situations the participant found themselves in was used 
initially as a straightforward question to help build rapport, and later as a prompt to 
aid thinking about experiences in social situations.
Throughout the interviews, the researcher would summarise and ask questions using 
the participants' own words to check if she had understood and to facilitate further 
discussion of a topic.
Some of the participants tended to talk for long periods about the same topics, and 
repeat themselves. The researcher provided space for this to happen for two 
reasons. Firstly, to maintain rapport, and secondly, because they were often talking 
about issues related to the research question and this was their way of explaining 
their perspective. However, the speed of speech and volume of information often led 
the researcher to feel swamped and unable to follow-up issues she might otherwise 
have done.
2. Situating the sample
This criteria states that participants and their life circumstances should be described 
to enable the reader to assess the importance and validity of the findings.
Information about the sample has been provided in the Participant Group (pl70) and 
the Analysis (pl77) sections, which should enable the reader to determine for whom
175
Major research project
and when the findings of this research might be relevant.
3. Grounding in examples
This criteria proposes that examples of the data should be presented to demonstrate 
the analytic procedures used and the understanding that has been generated. This 
also allows the reader to appraise the fit between the data and the researcher's 
understanding of them and provides the opportunity to look for alternative 
explanations.
Examples are provided to illustrate all the themes discussed (see section
pl77).
4. Providing credibility checks
This criteria states that researchers should check whether their analyses and 
interpretations are credible.
As IPA is overtly subjective, utilising the researcher's own frame of reference to 
generate interpretations and develop themes, credibility checks of the analysis are 
useful. Credibility checks were provided by the input of an IPA research group, with 
a membership of six (five trainee clinical psychologists and a research psychologist 
experienced in IPA) and the researcher's supervisors, two of whom were experienced 
in working with people with AS, the third was experienced with IPA. The IPA group 
members had all been trained to use qualitative research methods and all were doing 
post-graduate research using IPA. In the IPA research group, data were presented 
for analysis. Each member read the same transcript and followed IPA procedure to 
generate themes. These ideas were then discussed in the group and the researcher 
integrated the results of the discussion into the analysis. The researcher's 
supervisors read transcripts of the interviews and discussed emerging themes with 
her. The themes were modified as a result of these discussions.
5. Coherence
This criteria outlines that the analysis should be coherent and integrated by having a 
clear structure. However, within this structure the details of the data should be 
preserved.
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This study aimed to shape the analysis by providing a hierarchical structure of 
themes (super-ordinate themes and sub-themes) and demonstrating the links 
between them to provide a coherent and detailed narrative (see >4/7a/KS/5 section 
pl77).
6. Accomplishing genera! vs. specific research tasks
This criteria states that researchers should be clear about whether their research task 
aims to develop a general understanding of a phenomena or of a specific case. The 
limitations of the applicability of the findings should be addressed.
An examination of the generalisability of the results is presented in the Discussion
(p206).
7. Resonating with readers
The write up should stimulate resonance with the readers and they should feel that it 
has expanded their understanding of the topic.
It is not possible to predict whether readers will experience resonance when reading 
this research. However, in an attempt to gain some understanding of how 
successfully the write-up meets this criterion, the researcher's supervisors were 
asked to read drafts and provide comments.
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Analysis/Results
IPA was used to analyse the data in the eight interview transcripts/  ^ A large number 
of themes were generated from the analysis. A complete table of themes can be 
found in Appendix H. It was not possible to present all the themes, so three criteria 
were used to select the themes to be discussed. Firstly, all the themes should be 
directly related to participants' subjective experiences of social situations. Secondly, 
themes which had been endorsed by more participants were more likely to be 
included. Thirdly, if a theme was considered to be important in how it linked with 
other themes it was considered for inclusion. Table 1 shows the themes that were 
generated from this analysis and chosen to be presented in this study.
Five super-ordinate themes were generated by the analysis: perceived difficuities in 
sociai situations, barriers to successful sodai interactions, emotions and thoughts 
related to social situations, coping strategies and facilitators for social interactions. 
The participants' referred to the difficulties they viewed
themselves as having in social situations. Barriers to successful social interactions 
noted the issues that the participants perceived as making social interactions more 
problematic. Emotions and thoughts related to social situations described what 
individual participants felt and thought about the social situations and themselves in 
relation to social situations. The theme of coping strategies related how the 
participants coped with their difficuities and the emotions and thoughts linked to their 
difficulties. Lastly, facilitators for soda/ interactions ûescnbeû factors that appeared 
to help participants in their social interactions. This theme differed from coping 
strategies as it did not refer to actions the participant took to make the situation 
better, it referred to events that occurred that improved the interaction.
This study focussed on the participants' difficulties in social situations. However, it is 
important to highlight that all participants had experienced relationships, friendships 
or interactions, which had been positive. Those in long-term, supportive 
relationships had found them valuable.
See MethodserX\ox\ for rationale for using IPA
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The participants were given fictitious names for the analysis to protect their 
anonymity.
Themes
1. Perceived difficulties in social situations
Aspects of social situations participants found difficult
• Types of social situation found difficult
• Conversations
• Initiating conversations
• Maintaining conversations
2. Barriers to successful social interactions
Being excluded or ignored 
Being stigmatised or feared 
Being in groups 
Participant's own personality
3. Emotions and thoughts related to social 
situations
Anxiety/Worry/Stress 
Frustration 
Self-consciousness 
Wanting to be accepted
4. Coping strategies
Perseverance/Increased exposure to social situations 
Telling people about AS 
Avoidance of social situations
5. Facilitators for social interactions
For others to lead interactions
For other people to understand them
Having something to talk about/common interests
Table 1: Table of themes generated from the interview transcripts using IPA. 
Perceived difficulties in social situations
This theme illustrated what aspects of social situations participants found difficult. All 
the participants were able to identify and talk about the social situations they 
encountered and problems they faced during those situations.
The participants' awareness of their difficulties was apparent. For example, when 
asked why he avoided social situations, Harold replied "I'm not very good at them, 
that's why." Despite Maude's efforts to interact she still found it challenging:
"I try my best with interacting with people, but I  found it difficult."
Other participants did not initially express difficulty in social situations, rather they 
expressed their lack of experience of social situations. When asked what social 
situations they found themselves in Charlie said "Well not many, not that many", 
Danny stated "Not very many" and Holly said "I don't really go to any social
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situations". This paucity of experience of social situations appeared to be 
symptomatic of the difficulties related to social situations these participants faced. 
That is, social situations were often avoided by these participants. This is discussed 
further under the coping strategies
Aspects o f social situations participants found difficult
This sub-theme outlined the types of social situations that presented challenges for 
the participants and the difficulties they had in making conversation.
Types o f sociai situations found difficult
The participants described a range of social situations they found problematic.
Patrick reported going out with his girlfriend and her friends and having his parents' 
friends over to the house was hard, "I find it difficult sometimes being round them." 
Danny and Holly also said it was difficult when their parents invited relatives to the 
house. John, Thomas and Maude all found work difficult. For example, John 
reported that in "most of the jobs I've been at, I  haven't got on very well with the 
people.", and Thomas said "There's certain people at work they seem to talk to 
me in a different way than they talk to other people." Harold, Patrick, Thomas, 
Danny and Maude described difficulties in group situations, which included parties 
[Thomas] and being in an audience [Danny].^ ®
Conversations
Most of the participants also described more specific difficulties they had in social 
situations. Participants noted that having conversations was particularly challenging. 
Many of the participants were aware of having difficulties making small-talk. For 
example, Patrick said:
"I might find it difficult to make conversation... chitchat, about sort of mundane chitchat."
Holly explained that her difficulty stemmed from her lack of understanding of how to 
make small-talk;
[...] indicates that a section of the transcript was removed for clarity.
This will be discussed further under Barriers to successful social situations {plQ3).
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"I'm just not very good at small-talk. How you behave, what you talk about." [Holly].
The participants also talked about specific difficulties in initiating and maintaining 
conversations.
Initiating conversations
This sub-theme outlined the difficulties the participants had with initiating 
conversations. This included the effort required to start conversations, not knowing 
how to initiate and unknowingly interrupting other people.
Some of the participants described regularly having difficulties starting conversations 
with people. For example, Patrick and Thomas expressed this difficulty. "I find it 
very difficult to just go up to somebody and just chat to them" [Thomas]. Thomas 
also said how hard he finds initiating, "I almost feel it's an effort for me to do that. I 
can't relax while I'm doing it". His difficulty relaxing when he started conversations 
suggested the stress this act put him under and the lack of enjoyment he got from 
interacting.
Charlie and Maude reported that they found initiating difficult because of their lack of 
knowledge of what to talk about: "I have no idea what to say" [Charlie]. Charlie 
would later think of things to say, but at the time he thought that he had a difficulty 
in processing the information, "My brain can't connect to my mouth, and bring out 
the right words at the right time.'' This suggested that he had the ability to think of 
things to say, but this ability was affected at the time of the conversation.
Charlie had also been told whilst on a work experience placement that he sometimes 
interrupted his colleagues when he initiated interactions;
"I was told that I  seem to start conversations at the wrong time. Urn... I wouldn't know when 
was the right time to start talking to someone [...] It  wasn't until afterwards that I  found out 
and it was at a time when they were doing things like doing email or talking on the phone."
Charlie had found this feedback useful as it had made him aware of this problem.
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and he felt empowered to change it: "I get to learn when to notice these things 
again next time."
However, initiating conversations was not considered a difficulty for all of the 
participants. John was the exception:
"John: I seem to get into conversations quite easily, yes. [...]
JL: And you don't think you've got a particular difficulty with that?
John: Not particularly, I  don't think so, no."
Maintaining conversations
Maintaining conversations was also described as problematic by the participants. The 
difficulties included feeling pressured, taking time to respond, thinking of something 
to say, and being dominant in conversation.
Keeping the conversation going was challenging for the participants. Thomas noted 
the pressure he felt, "I think "Oh I'm going to have to try to keep this conversation 
going"", and the time it took for him to articulate his thoughts "taking quite a while 
to answer questions that they ask me". Charlie expressed his irritation with himself: 
"It was annoying, that I couldn't continue when I was speaking to someone."
Patrick explained his difficulty thinking of something to say to maintain 
conversations:
"I tend to say quite a few yes's and no's and not really be able to think of a question 
sometimes to carry on, to show that I'm interested in what the other person's talking about."
Here, Patrick reported a desire to demonstrate to the other person that he is 
interested, which Illustrated an element of self-consciousness about how he 
presented himself to others. This is further discussed under the super-ordinate 
theme emotions and thoughts related to sociai situations (pl86).
Harold thought his difficulty was his memory, "I can't remember all the things they 
tell you, you see, and come back to them about something. So keeping the tennis 
match going". This may be related to the fact that he had said that he found details
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about others uninteresting. His analogy, relating a conversation to a tennis match, 
suggested the level of conscious effort he needed to make conversation. It also 
demonstrated his understanding of the two-way, turn-taking nature of conversations. 
Harold and Holly were aware of the problems of dominating conversation. When 
Holly spent time with a friend at pottery class she said: "I know I talk a bit too much 
and I have to remind myself." [Holly].
Barriers to successful social interactions
Various barriers to social situations were recalled by the participants. For some, the 
barriers prevented them from entering into social situations, for others they 
prevented successful interactions occurring. These included factors related to other 
people such as being excluded, ignored, stigmatised or feared; factors related to the 
type of social situation, such as groups; and factors related to the participants' own 
personality.
Being exciuded or ignored
Many of the participants spoke about being excluded or ignored by other people. 
Patrick and Thomas felt excluded in particular social groups and for Thomas this 
experience left him feeling "as if I  shouldn't really be there." Charlie had had 
experiences where "no one was talking to me". Thomas described often feeling 
ignored despite his efforts to contribute to conversations: "I still tend not to get 
included" and "I just tend to get talked over a lot of the time, which makes me feel 
even worse." He was also aware that he was being treated differently to other 
people: "If other people say something humorous It gets appreciated, but if I do it 
gets ignored." Holly talked about how people at school "generally ignored me" and 
how a school friend she had run into later "didn't even want to acknowledge that 
she'd even known me."
These extracts illustrate how feeling excluded precludes the development of social 
relationships. They also appear loaded with emotional content, which Thomas 
expressed: "makes me feel even worse." Holly's bitterness towards her old school 
friends came across by her use of the word "even". Perceptions of being excluded 
contributed to some of the emotions in emotions and thoughts related to social 
situations (pl86) and some of the ways participants coped with these emotions
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{Coping Strategies (pl93)).
Being stigmatised or feared
Some participants talked directly about other people being frightened of them or 
stigmatising them because of their AS diagnosis. Thomas thought his work 
colleagues "seem a bit wary of me". Maude felt stigmatised by the support staff at 
her home: "They know you've got a problem, so they might use it." Holly described 
how her closest friend from school reacted when she found out about Holly's 
diagnosis:
"she treated me as if I  was the world's Idiot and very condescending, very...almost as if she 
was afraid of me and what I might do next. Her entire attitude, it was as if I should be 
locked up in a lab."
Charlie had generally had good experiences of others knowing his diagnosis, except 
for his girlfriend's parents: "They're scared, they're scared of me. They refuse to 
want to know more about it, they just know the bad parts of it."
These extracts demonstrated how some of the participants had perceived that they 
were treated in or seen in a negative way, indicating their self-consciousness. This 
will be discussed more under the seif-consciousness\hen\e (pl90). Some 
participants also suggested how this affected their emotions. For Thomas the 
wariness of his colleagues "does concern me quite a bit" and when Charlie's girlfriend 
told him what her parents said, he stated "it hurts, a lot".
Being in groups
Another factor that made interacting problematic for some of the participants was 
being in a group or being surrounded by lots of people. However, the participants 
expressed different reasons for this, for example being distracted, feeling excluded, 
having difficulty remembering information about everyone and it being too noisy.
Patrick and Harold found that having large numbers of people talking at the same 
time around them (e.g. at parties or at the pub) made concentrating on one person 
more difficult, as they were easily distracted by what was going on around them:
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"being distracted by what's going on around me and feeling that not being able to focus on 
what I'm talking about with the other person." [Patrick],
"I often find it's hard in a room, when you've got lots of people talking, to focus on one, I find 
that's difficult." [Harold].
Harold explained why being with more people was stressful because he said it was 
difficult to remember all the details about the others to talk to them about; "It makes 
it difficult. I do avoid it a bit."
Patrick and Thomas described how being with some groups of people made them 
feel more excluded. Patrick said that when his friends had met "a new group of 
friends, my friends cut you out of the conversation a bit." For Thomas, it was when 
there were "extrovert people" in the group he was in that he felt "as if I shouldn't 
really be there." He described how when others were friendly to each other he felt 
ignored. Both Patrick and Thomas appeared to feel excluded when their friends or 
acquaintances were friendly towards each other. It may be that at these times they 
found it particularly difficult to initiate or to join in the conversations, and perhaps 
waited for someone else to bring them into the interaction. Having someone to help 
initiate a conversation was found to facilitate interactions (pl96).
Danny found being around large groups of people, particularly when they were being 
noisy, extremely difficult. He gave an example of a choir that had visited his day- 
centre, which he had enjoyed listening to from outside the main room. However, at 
the end of the performance "they were screaming and shouting, not nastily, but, and 
I thought to myself, "well I  can't be doing with this", so I  thought I'd go in the 
garden for a few minutes." Danny coped by immediately escaping the noise. 
Avoidance, as Harold's extract above also demonstrates, appeared to be one of the 
participants' most common coping strategies (pl95).
Participants'own personality
Some of the participants described aspects of their own personalities that made 
social interaction more difficult. Maude said she was "not very outgoing", whilst John 
wondered whether his personality might have affected how successful he was with
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women:
"I don't know whether it's, you know, I used to be a bit er...not exactly shy. I'm not a shy 
person, a bit nervous, it showed up, that could have been that."
Holly talked at length more generally about being a loner. In the following extract 
Holly appeared to be explaining why she did not feel able to go and experience social 
situations. She said that being hurt in the past by "the world" made her unwilling to 
explore the world further, and so she remained a loner. This extract also described 
her thought processes and beliefs, which is the next super-ordinate theme.
"I behave like a loner, [...] I suppose when people meet me they think I  want to be a loner, 
but the fact is when you've been forced into that role since you were incredibly young, you 
almost do it without realising it, you find you've adopted the role and it's very difficult to get 
out of it, because the world is pretty nasty to you. Everybody you meet treat me...yes it's as 
if I do stay in my cocoon, in my little world, because whenever I  venture out the world treats 
me like shit."
Emotions and thoughts related to social situations
The participants described a large number of different thoughts and feelings in social 
situations, including feeling awkward (Patrick), inadequate and inferior (Patrick and 
Harold), embarrassed (Patrick, Harold and Charlie) and unhappy (Harold, John and 
Holly) (see Appendix H). The focus will be on anxiety, frustration, self-consciousness 
and wanting to be accepted because they were discussed most frequently by the 
participants. It is also important to note that positive thoughts and feelings (e.g. 
pride when Charlie was called "a hero" on his work experience placement for helping 
out) were also experienced by the participants.
Anxiety/Worry/Stress
Feelings of anxiety, worry, stress and even fear appeared to be common among the 
participants. Many of these feelings were related to specific incidents or difficulties. 
For example they worried about different aspects of interactions. Patrick was 
concerned about "carrying on conversations" and when Charlie did not know what to 
say he felt "so anxious". Patrick also worried about "having a lack of conversation". 
When asked what he found stressful about parties, Harold said "it's all the mingling."
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Thomas felt that some of the people he had difficulties socialising with caused him to 
feel more anxious: "It has worried me a lot when, on these occasions when Tve been 
out with them."
Patrick and Thomas described feeling anticipatory anxiety prior to a social situation: 
"sometimes I worry about those social situations before they even happen." [Patrick]. 
Thomas had worried about making a phone-call to relatives at Christmas and thought 
"why am I getting so worried about doing something as relatively simple as that?" 
Thomas' irritation at his worry and disability seemed apparent here.
Both Danny and Holly appeared to experience a more general fear of interactions. 
Danny's fear was different from the other types of anxiety described above, in that 
he was afraid of how other people might react to him when he was out alone. The 
following extract illustrates how he felt unable to cope with the situation resulting in 
him escaping to go home to safety:
"I mean I  go out and I  got so scared of it [...] last year sometime I was waiting at the traffic 
lights and this person on a pushbike, come up alongside and stopped, and 'cos I  couldn't see 
the light, the sun being like it is now, he said "Can't you see?" he says "are you blind or 
something?" And I  didn't know what to do so I just turned around and went back home 
again."
However, later Danny did find a solution to this fear, by carrying a mobile phone with 
him.
Holly felt that her experience of "the world" treating her badly and her expectation of 
this happening again had led to her being a loner, as described above. Her anger at 
"the world" and health services comes across clearly in this next excerpt, but also her 
feelings of extreme vulnerability (being naked) when she was in social situations, and 
the distress she felt as a result:
"Why should I make an effort and everything, you [mental health professionals] want me to 
make an effort, all that's going to happen is that you're going to get the joy of seeing me 
naked and Tm the one that will suffer when it comes back and whacks me in the face and I  
end up very unhappy and miserable. So why should I bother trying in the first place."
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Holly had also described that when she was in the company of others she would talk 
too much, which she thought was "a mental defence, if you're frightened of silence, 
by talking, you take away the danger." Here she appeared to be avoiding frightening 
silences in conversations by dominating the discussion.
Patrick, Charlie, Harold and Thomas had anxieties about specific social situations, but 
they still entered into the situations despite their worries. Holly's distress seemed to 
have become more generalised, as the more negative experiences she had had, the 
more reclusive and fearful of "the world" she had become. Danny and Holly's 
extracts have also begun to describe how they coped with their anxiety. Danny, 
initially immediately withdrew from the situation, and later got a mobile phone for 
when he was out alone. Holly appeared to have given up trying to meet people.
This will be further discussed under the super-ordinate theme coping strategies 
(pl93).
Frustration
In addition to anxiety or worry, some of the excerpts above convey a sense of 
frustration, notably Holly's feeling that she should try to go out and Thomas' irritation 
at himself for being worried about doing something that he perceived was relatively 
simple. The participants experienced a range of situations they found frustrating, 
including having conversations, making friends and relationships and the participant's 
enforced lifestyle (e.g. Holly being a loner).
Some of the frustration the participants expressed was about having conversations. 
Thomas discussed his frustration when others did not maintain conversation and 
when he got ignored in conversation:
"I always hate it when someone won't continue a conversation. I think "Oh I'm going to have 
to try to keep this conversation going" and I  don't always find it easy to do.",
"I've tried to say, contribute to the conversation by saying something quite humorous or 
something, if other people say something humorous it gets appreciated, but if I do it gets 
ignored. I  really do hate that."
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Charlie found certain topics of discussion frustrating, for example he "loathed" 
television soaps and talking about them. When his colleagues talked about soaps he 
thought "Oh for God's sake will you stop it". This is perhaps not an unusual reaction. 
However, whilst his colleagues were having this conversation, Charlie appeared to 
feel ignored and withdrew himself, waiting to be included rather than attempting to 
redirect the conversation: "I just let them get on with it, until they decided that I  was 
there again and get back to me". This demonstrated his difficulty in having 
conversations.
Maude and John talked about how making friends or relationships had been difficult 
and frustrating. Maude described her frustration in her attempts to make friends and 
the lack of effort made by the other person. Although Maude clearly expressed her 
frustration towards her potential friend, she brought forward the possibility that her 
difficulty making friends was something about her (in her "make-up"):
"Maude: Well I've had people I've tried to get friendly with, [...] They want to be friendly, but 
they don't want to be friendly. And I  feel it's like I'm doing all the work and I'm not getting 
anything back from it. And I  think there's something wrong with me in my make-up or 
something. [...]
JL: And when you say you're doing all the work, what are you doing?
Maude: I'm  verbally doing it or whatever.
JL: So when you're verbally doing it, what are you saying?
Maude: Asking her.
JL: to...?
Maude: Come round or whatever, do something with her. And they might say yes, and then 
they pull out. [...] They've got someone at the club that I like to go to, like to be friendly 
with. [...] But when she won't do enough to sort of make it better, I  get a bit frustrated.
JL: What do you mean, when she won't do enough?
Maude: 'Oh I got this on, oh I'm  tired, I got that on, or the otheri. And I'm thinking excuse 
me! I don't say it, but I  think it. Why can't they make the effort?"
John also expressed frustration at his attempts to make relationships with women. 
Like Maude, he had made efforts, but external factors always seemed to thwart 
them:
"So it's almost like, well I call it sort of a jinx, 'cos some...there's either somebody in the way
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or get to know somebody and like this one disappeared or they move or they go. Something 
happened, you know, there's aiways...it's just annoying really, you know."
Holly felt annoyed about her position of'loneri that she perceived she had been 
"forced" into by others. She described how this was her lifestyle, but that it could be 
frustrating, "after a while you get used to it and you don't know any different. [...] 
but sometimes you get incredibly frustrated". However, despite her frustration Holly 
seemed stuck and unable to change her position as a result of her previous 
experiences.
Self-consciousness
A particularly interesting finding of the analysis was the theme of self-consciousness 
in social situations. Self-consciousness referred to being aware that other people can 
perceive you negatively. This was indicated by some of the participants when they 
talked of being stigmatised and feared by other people. The striking commonality 
between the participants was the assumption that they were being appraised 
negatively. This was Interesting as it indicated that the participants had some ability 
to see themselves from another person's perspective and consider what the other 
person may be thinking about them. For example, Harold said "I like to think people 
think well of me. That I wasn't too awkward" and "thinking about if I'm getting 
across ok with them or if they think of you as a freak." He also expressed the effect 
on him when he felt he had presented himself badly: "feel awful for hours, for days 
afterwards. I don't like that. It's a nasty feeling." Harold's self-consciousness was 
also apparent in the interview when he was talking about other people dominating 
the conversation and being "tiresome":
"Harold: I  find it difficult to see things in myself. But when you see it in someone else, it's 
somehow easier. It can be too much reality to see that inside yourself.
JL: So do you think that's something that you do, although you prefer that you didn't?
Harold: I might do"
Thomas, Patrick, Holly and John were also anxious about other people's perceptions, 
for example, Patrick said "I worry they think I'm being a bit short" and that "I'm not 
showing my appreciation for them.". Thomas thought that his shyness and 
discomfort talking to others might be obvious:
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"I'm just aware that I'm coming across as being very shy, and hot knowing how to talk to 
somebody naturally/'
"I'm speaking to the person, but I'm not relaxed about it [...] it comes across to them."
Thomas' self-consciousness "makes me worry about what they must think", which 
appeared to increase his anxiety in social situations.
Holly thought that "people always think I'm a bit odd and a bit different". She 
described how people at her college had viewed her differently and she thought 
"everybody knew who I was, pointing at me, clearly laughing at me, calling out my 
name. People I'd never met, complete strangers. It can be quite humiliating." This 
experience seemed to fit into her beliefs about "the world" treating her badly, and 
which she described as having contributed to her current avoidance of social 
experiences.
Maude described an awareness that her prospective friends had a negative view of 
her, although she was not sure what that view might be. This extract illustrates her 
confusion about what exactly was wrong with her, and even though health 
professionals had told her, she needed to understand it from the point of view of the 
people she wanted to be friends with:
"I think I  can't make friends. I can't have a friend in my whole life. If there's something 
wrong with me, why can't someone tell me what's wrong? But that doesn't work. I  don't 
want professionals to keep telling me. I want the person to tell me. I get it from the 
professionals, I don't want it from them. I  want it from the person who I'm interacting with 
at that particular time."
Wanting to be accepted
Acceptance was also an important issue raised by some of the participants. Charlie's 
distress that his girlfriend's parents were fearful of him and did not accept him was 
described earlier in relation to being stigmatised. However, he still desired 
acceptance from them: "I long for when my girlfriend's parents do want to accept me 
for who I  am and not for my disability".
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Maude and Thomas talked about their wish to be accepted. Acceptance appeared to 
be something that was important, but was missing from their lives. Maude felt it 
would aid others' understanding so they could support her better:
"I want to be able to be me, recognised and they can try and help, people around me, to try 
and understand." [Maude]
"It's just that I wish I could be more like them and be accepted a bit better." [Thomas]
Thomas also longed for acceptance, but on the other hand, he wanted to be more 
like other people, perhaps thinking that if he was less different people may accept 
him better. However, he had had experiences of being accepted, "she [his wife] just 
accepted me for the person who I  am" and "some people that accept me for the way 
I am and there's others that find it more difficult to do".
This last extract suggests that Thomas was aware that other people have difficulty 
accepting him. Maude also experienced one situation where she felt accepted and, 
therefore, felt positive about herself. However, she found it difficult to understand 
why some people could accept her and others could not:
"I feel like I'm doing a worthwhile job. And I feel that at that particular time I'm doing a 
normal thing that everyone else would do. And I've got no problems, nothing wrong with me. 
For those few hours. And when I  come back to a situation like here, it all comes back. And 
I'm thinking why can I do that and why is this wrong and I can't understand why people 
accept me in certain situations and they don't accept me in other situations. And that bothers 
me."
Charlie and Holly also described experiences of feeling accepted. Charlie's extract 
conveyed a sense of relief while Holly's has a calmer sense than her descriptions 
about feeling stigmatised and being treated badly, which highlights the importance of 
being accepted:
"She's [girlfriend] finally learned to look past the disability and just see me." [Charlie]
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"They treat me fine. As far as the real relatives I have are okay. Tm a bit sensitive I admit 
and a bit shy, but I  think my relatives just regard that as if those are idiosyncrasies of a 
human being, everybody has something different." [Holly]
These positive outcomes in social situations when the participants are accepted 
suggest that feeling accepted aids the participants in their relations with others. The 
super-ordinate theme Facilitators for social situations discusses other factors
that the participants described as helpful in social situations.
Coping strategies
Participants had a range of coping strategies to cope with their difficulties in social 
situations. These included perseverance and/or increased exposure to social 
situations, telling people about their AS and avoidance of social situations and 
interactions.
Perseverance/Increased exposure to sociai situations
Patrick, Harold and Charlie all described persevering with social situations and/or 
increasing their exposure to them. They found that this enabled them to get used to 
the situations and practise their social skills. Harold expressed the wish that his 
partner have more frequent parties to help him remember details about people, 
despite the stress he experienced at them:
"Harold: have more parties, I feel it would help me if they were more frequent, not on the 
odd occasion like Christmas.
JL: So how would that help you more?
Harold: 'Cos you forget things, don't you, in between."
Charlie reported that even though he had problems at his new work placement, he 
knew that if he persevered he would get something positive out of it, (which he 
ultimately did):
"as I was already half way there I thought I'd continue and see how it went. And by the end 
of the day I really did feel like just quitting and giving up there. Something in the back of my 
mind told me to continue and I  did."
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Also, at the end of his placement, when Charlie got feedback that he was interrupting 
people when they were working he thought:
"It was good to know. So I get to learn when to notice these things again next time... not 
starting to talk to someone when they were either doing an email or were on the phone, I 
would wait until they were finished. And ask them if it was alright first to talk to them. And 
continue from there."
This indicated Charlie's determination to get a job and improve his life, by taking on 
board people's constructive comments and learning from them.
These extracts suggest that these participants have benefited from persevering with 
social situations, despite their difficulties.
Telling people about AS
Even though many of the participants had some experience of stigma related to their 
AS, some did talk about the potential usefulness of other people having a better 
understanding of them. Charlie talked about how he prepared what he wanted to 
say about AS to people at his work placement:
"I: How did you feel when the people in IT  actually asked you about it?
P: Well It's one of the things we went over in (support service) before I went on my 
placement at the [job]...We went over how I talk about Aspergers and what is Aspergers and 
what I want to say."
Harold had not chosen to reveal his diagnosis to other people: "I never tell people 
I'm Aspergers". However, his partner had told some of his work colleagues as he 
had had some misunderstandings with them, which enabled him to see the benefits 
of others understanding his diagnosis: "if they're actually finding a problem, if there 
is a problem... Perhaps that's better that they know, rather than if they shout."
Thomas also described what he perceived would be the potential benefits of 
disclosing his diagnosis to others. However, his fear of what others would think had 
prevented him from telling others about it. Interestingly, he did not talk directly 
about AS in the interview, but referred to it as a "problem" or "condition":
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"I haven't spoken to anybody about it, you know, what the actual problem is. But then I 
think maybe if they did know, if they were aware of what I have, maybe it might be better in 
the long run. They might be able to understand me better.[...] but I'm not really that 
comfortable with people knowing, knowing about it." [Thomas]
Avoidance
The participants' avoidance of social situations has been referred to throughout the 
analysis, for example Danny's escape to the garden when the choir became too noisy 
and Holly's resistance to entering into social situations. Avoidance is an 
understandable reaction for anyone who finds certain situations difficult or 
problematic. The participants appeared to avoid a range of situations. For example, 
socialising with people, talking to unfamiliar people or people that made them 
anxious and making relationships.
Holly explained that she avoided after-dinner conversations because she found Small­
talk difficult: "I just feel uncomfortable when you have to mix. And I'll always make 
an excuse and say I'll do the washing up afterwards." Harold talked about the 
elaborate lengths he went to as a young man to avoid going to parties: "I used to 
avoid passing tests [driving] when I was younger, I  was thinking about that, 
because... my parents would have expected me to be more sociable." Patrick did not 
describe actively avoiding talking to people. Instead he mentally escaped from the 
interaction he was having:
"I start thinking about the room sometimes and having this feeling of wanting to move to 
another part of the room. And sometimes, because I feel that way, almost mentally drifting 
towards the other side of the room."
Charlie and Danny described avoiding having to talk to unfamiliar people or people 
that made them nervous. Charlie was extremely anxious about some of the people 
he used to share a house with and he said "we wouldn't talk, we'd just look at each 
other and carry on.[...] I  didn't want to talk to them at all. I would just try to stay 
away from them as much as possible." Danny described when his Australian cousin 
came to visit, he could only stay in the room with her for a short time before "I'd 
think "Oh I've had enough of this" and I'd go upstairs." Danny also reported how he
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stopped visiting his uncle because he felt uncomfortable when his uncle was busy:
"ril go up there and I  stand outside the back door of his shop and he'll be flying around and 
all this and I'd go out, he's not really registered that I'm here. [...] It  feels as though I 
shouldn't really be up there. So I tend to move out or not go up there, unless they need me 
to pick something up."
John's distressing experiences trying to form relationships with women had led to 
him to decide not to stop attempting to make relationships, but to adopt a more 
casual approach. However, it is possible that he was avoiding the type of 
relationship he really wanted (i.e. intimate rather than casual) due to his previous 
upsetting experiences:
"I think I did used to put women on a pedestal. So I'm trying to be careful not to do that 
anymore because, and just sort of have casual, perhaps "would you like to go for a drink 
sometime". So make a casual relationship, 'cos it's too dangerous, you know, for me 
mentally, if all I'm going to do is be very upset and have a lot of fall-out from it. So that's 
what I'm trying to do now, most of the time."
Holly did appear to be avoiding making or building on friendships. Even when an old 
school friend contacted her. Holly did not want to meet up. She appeared to have 
cut herself off from others her own age for fear of how they would treat her: "I don't 
really socialise with my age group at all."
It appears that using avoidance as a coping strategy may limit the development of 
social interactions and relationships.
Facilitators for social interactions
The facilitators for social interactions were factors that appeared to aid participants in 
their interactions. These included for others to lead interactions, for others to 
understand them, and having something to talk about or interests in common with 
the other person.
For others to lead interactions
Many of the participants had talked about having difficulty initiating and maintaining
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conversations. Charlie, Patrick and Thomas both described a dependence on others 
in conversations: "I usually wait for someone to talk to me first and then I can talk to 
them." [Charlie] and'T always hope that when I'm talking to someone that they are 
going to keep the conversation flowing." [Patrick]. Therefore, having a person who 
would begin and help carry on conversations was found to be useful to facilitate a 
successful Interaction.
Thomas, Charlie and Maude all mentioned experiences of how someone else leading 
an interaction had facilitated a good interaction for them: "if someone starts a 
conversation. I'll usually find something to say [...] And I can be quite Interactive that 
way." [Maude]. Thomas felt more confident approaching people at work who he 
knew would make the conversation easier:
"there's just certain people I  know I can approach at work and I'm quite confident In talking 
to them... But they always tend to be the sort of people that start speaking to me."
Patrick and Harold also suggested that their social Interactions were Improved by 
having someone that they are close to present, which would help enter them Into 
conversation. Patrick's parents and girlfriend helped him with "the Instigating of the 
conversation" and Harold's partner had "got me back together with my mother, 'cos I  
was finding It quite difficult [...] Difficult to break the Ice"
For other people to understand them
Understanding is a broad concept and three of the participants described how two 
different aspects of understanding would facilitate their social Interactions. Thomas 
suggested that others having a general understanding of him as a person would aid 
him In social situations, although he had reservations about this, as it would Involve 
disclosing his AS. When asked what would help him or make him feel more 
comfortable In social situations, he said:
"I think all they can really do is to try to get to understand me. But I think that would just 
entail me to, what we were talking about earlier, just tell them about my condition that I've 
got, but I  don't know really."
Charlie described how his girlfriend's difficulty In understanding AS had affected their
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relationship, but she had made attempts to understand and accept him. However, 
despite being together for ten years he indicated that the relationship felt vulnerable 
to him by his superstitious remark "Touch wood":
"Vicky has sometimes thought about giving up on me completely, because she finds it 
extremely difficult to understand, about Aspergers and how it affects a relationship. But she 
hasn't given up on me yet. Touch wood.[...] Because she's read so many books on AS [...] 
She's finally learned to look past the disability and just see me."
Understanding and acceptance seem to be closely linked. It seemed that for Charlie 
being understood may lead to feeling accepted, but Thomas feared people viewing 
him negatively If they knew and understood about his AS.
Lastly, Danny wanted others to understand him: "It's trying to make them 
understand for starters", but it appeared that this was more from the perspective of 
communicating his needs, as he then talked about wanting a communication book 
put together for others to look at and help them understand him better.
Having something to taik about/common interests
Many of the participants talked about how their social interactions were more positive 
experiences when they felt they had something to talk about and/or had a common 
Interest they could share with the other person. Patrick had noticed that "the topics 
that I enjoy more I  can talk about for longer. Like music and film", and Thomas felt 
that "The knowledge I've got about music I can talk to someone as Interested as I 
am at great length about It, which Is good." Thomas and Charlie had found that 
people were more likely to talk to them about topics they knew they were Interested 
In. Charlie said that "because I was particularly more Interested In IT they could see 
that I was knowledgeable, they wanted to let me know more", and Thomas had 
noticed that "people can talk to me about It [music] 'cos they know I've got a deep 
Interest In It and they can ask me things [...] It does give me a lot of confidence 
about myself" [Thomas].
John, Charlie, Maude and Harold had found that common Interests made 
conversation and spending time with another person easier. John had had a friend
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for many years whom he got together with once a week. When asked what they 
talked about, he replied:
"all sorts of things. Usually something we're both interested in. [...] He was talking a lot 
about the historical things and the wartime aircraft and The Battle of Britain, which I found 
interesting because I  was Interested in history you see."
Charlie had described a difficult relationship with his father, but their joint Interest of 
motor racing brought them together: "me and Dad would talk about Formula One. It 
was about me and him enjoying watching Formula One, the Grand Prix." Maude 
listened to music with her friend, "And sometimes the music she's got, I like, and 
that helps."
Patrick had discovered that by doing more things he had more to talk about:
"I did find that having more in in my life, so I could talk about [...] that made me feel more 
confident." [Patrick]
Confidence was also mentioned by Thomas in his extract above. For these two 
participants. It appeared that having something that they knew they could talk about 
increased their confidence in social situations. This In itself may have improved the 
quality of the interaction or removed any feelings of anxiety and self-consciousness, 
thus creating a pleasant interaction.
Summary
The results describe five super-ordinate themes which were all inter-related and 
impact on one another. The participants' difficulties In social situations automatically 
affected their ability to Interact with others successfully. However, coupled with 
barriers such as exclusion and being stigmatised, participants experienced several 
negative feelings and thoughts, including anxiety, frustration and self-consciousness, 
which may have further affected their ability to have positive interactions. They 
attempted to cope with their difficulties and the barriers using strategies such as 
persevering with social situations. Informing others of their diagnosis and avoidance. 
Although some of these strategies have helped, others, particularly avoidance, 
appeared to prevent change from occurring, thus maintaining both the difficulties
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and the feelings of anxiety, frustration, self-consciousness and being stigmatised, so 
creating a vicious circle. The facilitators of social situations aided the experience of 
positive interactions, which may or may not occur alongside the vicious circles of 
difficulties, barriers, negative thoughts and feelings and avoidance.
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Discussion
The Discussion will begin by summarising the results, then it will outline the 
strengths of the methodology, explore the links of this study with the literature, 
discuss the study's limitations, suggest clinical implications and finally 
recommendations for future research will be made.
Summary of results
The results showed that the participants were aware of their difficulties in social 
situations and were able to talk about their experiences. The analysis of the 
participants' transcripts using IPA generated five super-ordinate themes that were 
discussed as the results. These themes were: perceived difhcuities in sociai 
situations  ^barriers to successfui sociai interactions, emotions and thoughts reiated to 
sociai situations, coping strategies and faciiitators for sociai interactions. Within the 
theme of perceived difhcuities in sociai situations were presented
demonstrating the aspects of social interactions that participants found particularly 
difficult, (i.e. the types of situation and conversations). The super-ordinate theme 
barriers to successfui sociai interactions û\scMSseû how participants believed that the 
social interactions were made more difficult by feeling excluded and ignored, 
experiencing stigma, by being in groups and the participants' own personality. 
Emotions and thoughts reiated to sociai situations described how some participants 
experienced anxiety, worry, stress, fear and frustration in relation to social situations. 
It also outlined how many of the participants were self-conscious about how they 
thought other people saw them and how important it was that they felt accepted by 
other people. The fourth super-ordinate theme described some of the coping 
strategies the participants used to manage difficulties in social situations. The 
coping strategies described were perseverance and increased exposure to social 
situations, disclosing their AS diagnosis and avoidance of social situations. The last 
theme of faciiitators for sociai interactions ou\.\\x\ed some of the things the 
participants had found had made social situations easier, including for others to lead 
and/or support interactions, for others to understand them and for the participant to 
have something to talk about and share a common interest with the other person.
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The results demonstrated how these themes are interlinked and impact on the 
others. For example, the perceived difficulties and barriers experienced by 
participants influenced their thoughts and emotions, which affected how they coped 
with the difficulties and barriers. The way they coped and their experience of 
facilitators for successful interactions, in turn appeared to affect their difficulties, 
experience of barriers and their thoughts and emotions. For example. Holly 
described being a loner and not going out (coping strategy), because of her previous 
experiences of how "the world" treated her (barriers), so she remained unhappy, 
frustrated and scared of "the world" (emotions and thoughts), and so did not have 
new experiences to alter her perception of others and herself. Therefore, these 
factors were maintained in a vicious circle. Thomas had had successful interactions 
through perseverance (coping) when he could talk about music with others 
(facilitator), which had stopped him feeling anxious and excluded and given him 
confidence (emotions and thoughts), and improved his perceived ability in 
conversation (perceived difficulty).
Researcher's own perceptions during the interviews
The analysis was based on the transcripts of the interviews, which do not incorporate 
the range of non-verbal information provided. Therefore, the following is the 
researcher's own impression of the participants' social interaction styles and how they 
presented as socially anxious.
Participants' social interaction stvie
The participants' varied in their social interaction style and ability. However, as the 
analysis demonstrated they were all able to express themselves and their point of 
view.
Some of the participants, for example Holly, Harold and Maude, were perceived by 
the researcher as being verbose. They would often repeat what they had previously 
said and/or talk at length about a topic. The researcher found it difficult to interrupt 
and ask further questions or follow up some of the issues raised by the participants 
due to this verbosity.
Others appeared to the researcher to be quieter and uncertain of what to say, for
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example Patrick and Thomas. These participants would answer the questions asked 
of them fairly concisely, and would then expand if asked by the researcher.
Perceptions of social anxiety
Some of the participants seemed much more socially anxious in the interview than 
others. For example, Patrick expressed a number of times that he did not know what 
to say and was uncertain that he was giving the 'righf answers. He appeared to be 
very self-conscious about what he was saying and whether it was correct, despite 
having some very important and relevant things to say. This lack of confidence came 
across from a number of the participants (e.g. Thomas and Charlie)
Holly did not seem to be socially anxious with the researcher, despite her describing 
a considerable fear of meeting people of a similar age^ °. The researcher thought that 
this was because Holly viewed her as a professional with her interests in mind and 
who had made it clear that Holly would remain anonymous. Therefore, perhaps 
Holly was not nervous and was able to talk freely about her experiences.
The researcher was aware that the interview itself was a form of social interaction. 
She did not ask all participants how they found the interview as she felt that this was 
a difficult question for participants to be presented with who had difficulties in social 
situations and who were potentially anxious. However, some participants mentioned 
that the interview was a social interaction and so the researcher was able to follow 
this up. Harold, for example, said that he had felt anxious before the interview, as 
he knew the researcher was a woman, but he had felt more comfortable once he had 
met her.
Strengths of the methodology
As the first study^  ^utilising IPA with adults with AS, it is important to consider the 
usefulness of this methodology with these participants. The use of IPA facilitated the 
gathering of the rich and interesting information described above from the 
participants' perspectives. This richness could not be gained from a quantitative 
study. It enabled interesting and unexpected issues to be explored (e.g. self-
The researcher was a similar age to Holly. 
To the author’s knowledge.
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consciousness) which would not have occurred if a quantitative methodology had 
been applied. The study clearly demonstrated the abilities of the participants to think 
about and express their experiences in a sufficiently sophisticated manner to be 
subjected to IPA. Therefore, IPA appears to be a useful methodology for future 
research with adults with AS.
Links with the literature
Difficulties in soda! situations
All the participants except one (John) perceived themselves as having significant 
difficulties in social situations and with conversations. Even John had described 
problems at work. This demonstrated that Wing's (1981) observation that children 
with AS have significant difficulties with advanced social skills and conversation, 
Howlin's (1997) account that small-talk is difficult for people with AS and Gillberg's 
(2002) statement that these problems persist into adulthood were problems that 
these participants were aware they had. This study highlights the awareness of 
these individuals about their social impairments.
Holly and Harold described being prone to talking too much in a conversation, which 
supports the literature that people with AS are likely to have one-sided interactions 
(Burgoine and Wing, 1983) and illustrated these participants' awareness of this 
problem. Verbosity may be a strategy to cope with difficulties having conversation 
(Attwood, 1998), which links to Holly's recognition that she dominated conversation 
due to her fear of silence. This group appeared to reflect previous findings that 
some people with AS are verbose and dominant whilst others are much quieter and 
have difficulty initiating conversation (Attwood, 1998; Adams et al., 2002). This 
supports the suggestion that verbosity is a coping strategy to manage difficulties and 
anxiety, rather than a characteristic of AS. Equally, the quietness may also be a 
response to the feeling of not knowing what to say, described by some of these 
participants (e.g. Charlie), and in extreme cases a coping strategy for anxiety, as 
Attwood (1998) suggested, rather than a direct characteristic of AS.
However, many of the participants appeared to be aware of need for conversation to 
be two-way. Additionally, some of the participants (e.g. Thomas, Charlie and Patrick)
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talked about how they found It difficult to know what to say in conversations to make 
them two-way, which does not support Howlin's (1997) observation that adults with 
AS do not appreciate the two-way nature of conversation. This study did not indicate 
why they had this awareness. However, it can be speculated that some may have 
gained it through social skills or communication skills training, or by learning 
strategies for having conversation, (as Klin (2000) suggested people with AS can 
learn strategies to pass ToM tests). For example talking about a topic they know a 
lot about or a common interest they had with the other person had made 
conversation easier. However, this awareness may also have made individuals feel 
more anxious, particularly when they knew they were not having a successful two- 
way conversation.
The participants found conversation about specific topics of common interest with the 
other person easier, which supports Church et al.'s (2000) finding with children and 
adolescents that conversations were often about a specific topic of joint interest and 
involved no small-talk. As it is not known how Church et al. gathered their data, it is 
not clear whether the children and adolescents themselves were aware of this, or 
whether it was an observation made by their parents or teachers.
Four participants in the current study had long-term relationships, suggesting that at 
least some adults with AS are able to maintain relationships. This was not noted in 
the children in Church et al's study. However, the present study suggested that 
some of the features of children with AS described by Church et al. were present in 
some of the participants, for example being a loner (Holly) and having difficult 
relationships with women (John).
Stigmatisation and exclusion
Five of the participants described experiencing stigmatisation and exclusion by 
others. The others did not talk about these factors, but this does not necessarily 
mean that they had not experienced stigmatisation or exclusion. This finding 
highlighted the experiences of stigmatisation and exclusion from the participants' 
perspectives, which supports Tantam's (2000a) clinical observation that the 
impairments adolescents and adults with AS have may lead to social stigmatisation 
and even rejection and Church et al.'s (2000) finding that the children's social
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impairments led to alienation by other children. However, despite experiencing 
stigmatisation and exclusion, some of the participants still managed to attempt to 
socialise, which may reflect a strong desire to make relationships (Church et al.,
2000) and their other positive experiences of interactions.
Anxiety
The results revealed considerable expressions of anxiety and worry by the 
participants. Although in no way conclusive, the interviews did suggest that four or 
five of the participants may have been experiencing characteristics of social anxiety. 
Social anxiety is based upon fear of negative evaluation, criticism or rejection by 
others. Distressing thoughts linked to the fear of negative evaluation are an 
important feature of social anxiety (Butler, 1989). Such fears and distressing 
thoughts were described by some of the participants (e.g. Holly and Thomas), for 
example worrying about others' negative appraisals of them. Also fear of negative 
appraisal appeared to be linked to the participants' self-consciousness.
However, this study was not aimed at identifying social anxiety in people with AS, 
and so a thorough investigation of the physical, behavioural, cognitive and emotional 
symptoms of social anxiety was not carried out. However, it has been suggested by 
Gillberg (2002) that individuals with AS may develop social anxiety in adolescence 
when they become aware of their differences from others and so more self- 
conscious. Therefore, it is not unlikely that the social anxiety might persist into 
adulthood.
Self-consciousness
The theme of self-consciousness was interesting as most of the participants 
described some awareness of how other people might perceive them due to their 
difficulties, personality or diagnosis. Self-consciousness has not been discussed to a 
great extent in the AS literature. However, Frith and Happé (1999) suggested that 
self-consciousness required an ability to consider mental states and was therefore 
related to ToM. Their study found that performance on ToM tasks was related to the 
ability to introspect, that is, the ability to reflect on inner experiences. The finding in 
the current study does appear to support the idea that people with AS can be self- 
conscious and introspective. Therefore, following from Frith and Happé's finding they
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are likely to have at least some level of ToM. This supports the current thinking in 
the ToM literature, that people with AS can understand that others have their own 
independent thoughts and beliefs, however this ability was obtained (e.g. learning 
strategies).
Tantam (2000a) pointed out that the reactions of others can impact on the person 
with AS to create tertiary handicaps, for example the behavioural and emotional 
problems. This point is important, because regardless of the accuracy of the 
participants' perceptions that others are negatively appraising them, the belief that 
they are, is likely to be enough to potentially create the tertiary handicaps of 
behavioural and emotional problems.
Also learning and understanding (formally through social skills training or informally 
from experience and feedback) that others have thoughts and feelings perhaps 
makes it more likely that individuals are self-conscious. That is, the development of 
awareness of difference (Gillberg, 2002) combined with the development of ToM, 
would make the individual with AS aware that others can tell that they are different. 
This could potentially lead to self-consciousness.
Limitations
Generaiisabiiity
The findings of this research are limited to the group of adults with AS who 
participated. They demonstrate how the participants understood their experiences of 
social situations. They are not generalisable to other adults, children or older adults 
with AS and are not assumed to be representative of this population as a whole. 
However, the results can be used to inform future research and suggest areas for 
consideration when working with people with AS.
Recruitment procedure
A possible limitation of the methodology was that the recruitment procedure required 
health professionals to contact potential participants first to request their permission 
for their contact details to be passed to the researcher. This procedure identified 17 
potential participants, four of whom were never contacted by their respective health 
professionals. The reasons for this are most likely to be the considerable pressure of
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work that some NHS professionals face. Therefore, an alternative or tandem 
recruitment procedure might have been useful, to maximise the numbers of 
participants. One possible alternative method could have been to have put posters in 
health service premises advertising the project and directly requesting people with a 
diagnosis of AS to contact the researcher. However, some of the participants did 
have literacy difficulties and so this would have restricted participation to those who 
could read. This highlights the need for a verbal procedure to be used in tandem.
It is unknown if there were differences between the participants recruited from 
mental health services and learning disability services, as it was not the remit of this 
study to investigate this difference. However, there may be a number of factors 
which might influence each service to accept certain people with AS and not others. 
For example, those who have appear to have high cognitive functioning, but some 
mental health problems may be more likely to be accepted by adult mental health 
services, whereas those with lower cognitive functioning but still within the normal 
range may access learning disability services. Perhaps the more disabled the 
individual appears to be because of their AS (e.g. in their ability to communicate) the 
less likely he or she is to be accepted by adult mental health services. However, they 
may be more likely to be offered help by the learning disability services.
Interview scheduie
The definition of a social situation provided to the participants was any situation 
where you have to talk to and mix with other people. This was a very broad 
definition and encapsulated interactions with friends, family, colleagues, health 
professional and strangers, etc.. This broad definition suited the exploratory nature 
of the study and the lack of previous research in the area, which may have 
contributed to the considerable number of issues discussed by the participants.
Interviews
There were three main questions in the schedule, which guided the exploration of 
the participants' experiences of social situations. However, sometimes participants 
requested clarification of the meaning of a question and so it was rephrased or 
expanded. Therefore the answers each participant gave may have been to slightly 
different questions, which were tailored to meet their needs. The results attempted
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to give a detailed account of what was said by each of the participants in relation to 
the themes, although it is acknowledged that what they said was influenced by the 
questions they were asked (Antaki, Young and Finlay, 2002). However, if the 
researcher had been rigid and had not deviated from the wording of the questions on 
the schedule, some participants may not have understood and would have had more 
difficulty expressing their views.
Another limitation was the researcher's difficulty in following-up all relevant issues 
with some of the participants who were more verbose. Therefore, it is possible that 
for these participants the data were not as rich as they could have been. As 
suggested above, their verbosity may have been due to their anxieties about having 
the interview.
Following on from this, it is also important to point out that the interview and the 
participants' responses were shaped by what the researcher chose to follow up and 
what she did not. Therefore, the data analysis and results were influenced by the 
researcher's view of what was most relevant and important.
Space restrictions
One of the limitations of this study is that there was insufficient space to present all 
the relevant themes that were generated from the analyses (Appendix H). It was 
unfortunate that some of these themes could not be discussed in more detail for a 
number of reasons. The narrower focus of the Anaiysis/Resuits d\û not illustrate the 
wide variety of issues raised by the participants. It focussed more on their 
similarities and less on their differences. Therefore, it did not present the variations 
between each of the participants. However, discussing some of the factors the 
participants had in common can indicate possible areas for future research and 
clinical implications. Nevertheless, it is important to highlight the diversity of the 
group, as this also has consequences for practice (See CiinicaiImplications be\o\N),
Another restriction of the limited range of themes presented, was that a fairly 
negative portrayal of the experiences of people with AS in social situations was 
made. The participants themselves tended to focus more on difficult experiences, 
which may have partly been due to the agenda of the interview schedule that asked
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about the problems they encountered in social situations. It was thought to be 
important to highlight difficulties and areas where help may be required. However, 
the researcher was aware that a negative portrayal may add to the stigmatisation 
that some of the participants had experienced. Therefore, it was important to 
highlight the presence of successful social interactions and relationships experienced 
by the participants.
Clinical implications
Despite the similarities of this group, the participants were in many ways diverse.
This indicates the importance of carefully interviewing individuals about what they 
want or need from services. One way of doing this that has been examined is by 
using personal construct assessment (Hare, Jones and Paine, 1999). This model 
aims to understand how the interviewee constructs important elements in the world. 
Hare, et al. (1999). reported that personal construct assessment was both practical 
and feasible with people with AS.
The finding that some participants found group situations difficult has implications for 
clinical practice. Gillberg (2002) has indicated that groups have been found to be 
helpful and positive by people with AS. However, it may be important to initially 
have individual sessions to help the person think about what the group could offer 
and how to manage their first group session, and for the group facilitator to find out 
what they can do to help.
The theme facilitators for soda! situations m6\Qdlte6 possible ways for services to aid 
their interaction with a person with AS. For example, by being aware that it is useful 
to lead the interaction, by asking questions and not expecting them to initiate. It 
would be useful to check whether they would like somebody else present, at least for 
the first few sessions. Feeling understood was important for the participants to have 
successful social interactions. It appears imperative that professionals not only 
attempt to understand the client from the client's viewpoint, but also to convey this 
understanding to the client.
Social skills and conversational training groups could spend time focussing on what 
the participants already have to talk about and help them build two-way
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conversations around this, as this study indicated that having a topic to discuss 
facilitated conversation.
Additionally, it is the one of the aims of social skills training to increase clients' 
awareness of strategies to help them when they are interacting. It is interesting to 
consider that individuals who are aware of their difficulties are more likely to be self- 
conscious and so more anxious about social situations. Therefore, this may be an 
important consideration for social skills trainers with people with AS.
Another clinical implication of this study is the potential need to provide psychological 
interventions for people with AS whose feelings of anxiety, self-consciousness, 
frustration and/or distress are significantly affecting their lives. Currently there is 
minimal literature describing effective interventions for these difficulties with this 
client group (Hare, 1997; Attwood, 1998). Attwood (1998) suggested the use of 
cognitive-behavioural therapy for children with phobias and panic, but recommended 
that a greater emphasis be placed on imagery and visual reasoning, rather than 
verbal reasoning.
Future research
This small scale qualitative study has suggested that some of the participants have 
experienced anxiety. They were aware of their difficulties and were self-conscious, 
feeling concerned about others' negative appraisals of them, which affected their 
emotional state. Therefore, a study investigating the presence of social anxiety in a 
larger more representative group is required.
Research is also needed on effective interventions for the problems described by the 
participants, e.g. anxiety and distress. In particular, interventions to help break 
vicious cycles that have become problematic for individuals. However, consideration 
should be given to how these interventions may be delivered, based on what clients 
have said about social situations (see Clinical implications se(X\ox\ above). For 
example, behavioural experiments might be too difficult for Danny and Holly to help 
them go out more and interact with others, as there might be a stronger possibility 
for things to go wrong because of their real deficits.
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The interesting finding of self-consciousness in these participants warrants further 
investigation. That is, it would be interesting to use a larger scale study to find out 
how common self-consciousness is in people with AS, and how affects their thoughts, 
emotions and behaviour.
Further research on the experiences of stigmatisation and/or exclusion adults with AS 
have and the impact of these factors on the individuals would be helpful. This might 
lead to knowledge about how to help people with AS to cope with stigmatisation and 
exclusion, how to educate other people, who to target for education and how to plan 
services differently.
It would be useful to explore the views that people with AS have of the services they 
receive and what help they think they require. In this way, services could be better 
tailored to the unique needs of individuals with AS. This study suggests that while 
several of the participants had jobs, they did describe a number of concerns about 
their interactions at work. Further research is needed on the kinds of difficulties 
people with AS experience in the work place and how they can be ameliorated.
Lastly, this study has demonstrated how valuable qualitative research, particularly 
IPA, is to investigate the experiences and perceptions of adults with AS. Therefore, it 
is recommended that this methodology be utilised for future research with this group.
Summary
This study aimed to explore the subjective experiences of social interactions of 
people with AS. The analysis generated five super-ordinate themes. These outlined 
some of the participants' perceived difficulties in social situations, perceived barriers 
to successful social interactions, their thoughts and emotions related to the social 
situations, their coping strategies and factors perceived to facilitate social 
interactions.
This study showed that most of the participants were able to recognise the difficulties 
they had in social situations and with conversations in particular. Their own 
awareness of their problems adds a different dimension to the previous literature 
base, which has focussed on observations of and hypotheses about social
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impairments.
Stigmatisation and exclusion were identified by the participants as factors that made 
going into social situations more difficult, which supported previous research that 
suggested these factors were likely to create further handicaps for this people with 
AS. Anxiety, frustration, self-consciousness and the need to feel accepted were some 
of the emotions and cognitions experienced by the participants. Many coped by 
avoiding social situations, however, some attempted to get used to social situations 
by persevering with them. Many found that having the other person lead the 
conversation was useful as was having somebody supportive present. They also 
knew that having interests in common with another person facilitated conversation 
with them. The relationships between the themes were also described.
The limitations of this study were outlined. Lastly, possible clinical implications and 
future research studies were suggested.
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Diagnostic criteria for Asperger's Syndrome from Gillberg and Gillberg
(1989)
1. Social impairment (extreme egocentricity)
(at least In two of the following):
a. Inability to interact with peers
b. Lack of desire to interact with peers
c. Lack of appreciation of social cues
d. Socially and emotionally inappropriate behaviour
2 . Narrow interest
(at least one of the following):
a. Exclusion of other activities
b. Repetitive adherence
c. More rote than meaning
3. Repetitive routines
On self, in aspects of life 
c. On others
4. Speech and language pecuiiarities
(at least three of the following):
a. Delayed development
b. Superficially perfect expressive language
c. Formal pedantic language
d. Odd prosody, peculiar voice characteristics
e. Impairment of comprehension including misinterpretations of literal/implied 
meanings
5. Non-verbai communication problems
(at least one of the following):
a. Limited use of gestures
b. Clumsy/gauche body language
c. Limited facial expression
d. Inappropriate expression
e. Peculiar stiff gaze
6. Motor clumsiness
Poor performance on neuro-developmental examination
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Diagnostic criteria for Asperger's Syndrome from Szatmari, Bremner and
Nagy(1989)
1. S o litary
(at least two of the following):
No close friends 
Avoids others
No interest in making friends 
A loner
2. Im p aired  social in teraction
(at least one of the following):
Approaches others only to have own needs met 
A clumsy social approach 
One-sided responses to peers 
Difficulty sensing feelings of others 
Detached from feelings of others
3. Im p aired  nonverbal com m unication
(at least one of the following):
Limited facial expression
Unable to read emotion from facial expression of child
Unable to give message with the eyes
Does not look at others
Does not use hands to express oneself
Gestures are large and clumsy
Comes too close to others
4. Odd speech
(at least two of the following):
Abnormalities in inflection 
Talks too much 
Talks too little
Lack of cohesion to conversation 
Idiosyncratic use of words 
Repetitive patterns of speech.
5. Does n o t m eet D S M -III-R  criteria  fo r
6. Autistic Disorder
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Diagnostic criteria for Asperger's Disorder from DSM-IV (1994)
A. Qualitative impairment in social interaction, as manifested by at least two of the 
following:
1) marked impairment in the use of multiple nonverbal behaviours such as eye-to-eye 
gaze, facial expression, body postures, and gestures to regulate social interaction
2) failure to develop peer relationships appropriate to developmental level
3) a lack of spontaneous seeking to share enjoyment, interests, or achievements with 
other people (e.g. by a lack of showing, bringing or pointing out objects of interest 
to other people)
4) lack of social or emotional reciprocity
B. Restricted and repetitive and stereotyped patterns of behaviour, interests and activities, 
as manifested by at least one of the following:
1) encompassing preoccupation with one or more stereotyped and restricted patterns 
of interest that is abnormal either in intensity or focus
2) apparently inflexible adherence to specific, nonfunctional routines or rituals
3) stereotyped and repetitive motor mannerisms (e.g. hand or finger flapping or 
twisting, or complex whole body movements)
4) persistent preoccupation with parts or objects
C. The disturbance causes clinically significant impairment in social, occupational, or other 
important areas of functioning
D. There is no clinically significant general delay in language (e.g. single words used by age 
2 years, communicative phrases used by age 3 years)
E. There is no clinically significant delay in cognitive development or in the development of 
age-appropriate self-help skills, adaptive behaviour (other than In social Interaction), and 
curiosity about the environment in childhood
F. Criteria are not met for another specific Pervasive Developmental Disorder or 
Schizophrenia
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Diagnostic criteria of Asperger's Syndrome from ICD_10 (World Health
Organisation, 1993)
A. There Is no clinically significant general delay in spoken or receptive language or cognitive 
development. Diagnosis requires that single words should have developed by 2 years of 
age or earlier and that communicative phrases be used by 3 years of age or earlier. Self- 
help skills, adaptive behaviour, and curiosity about the environment during the first three 
years should be at a level consistent with normal intellectual development. However, 
motor milestones may be somewhat delayed and motor clumsiness is usual (although not 
a necessary diagnostic feature). Isolated special skills often related to abnormal 
preoccupations, are common, but are not required for diagnosis.
B. Qualitative abnormalities in reciprocal social interaction are manifest in at least two of the 
following areas:
a. failure adequately to use eye-to-eye gaze, facial expression, body posture, and 
gesture to regulate social interaction;
b. failure to develop (in a manner appropriate to mental age, and despite ample 
opportunities) peer relationships that involve a mutual sharing of interests, 
activities and emotions;
c. lack of socio-emotional reciprocity as shown by an impairment or deviant response 
to other people's emotions; or lack of modulation of behaviour according to social 
context; or a weak integration of social, emotional and communicative behaviours;
d. lack of spontaneity seeking to share enjoyment, interests or achievements with 
other people (e.g. lack of showing, bringing, or pointing out to other people objects 
of interest to the individual).
C. The individual exhibits an unusually intense, circumscribed interest or restricted, repetitive 
and stereotyped patterns of behaviour, interests and activities manifest in at least one of 
the following areas:
a. an encompassing preoccupation with stereotyped and restricted patterns of interest 
that are abnormal in content or focus; or one or more interests that are abnormal 
in their intensity and circumscribed nature though not in the content or focus;
b. apparently compulsive adherence to specific nonfunctional routines or rituals.
c. stereotyped and repetitive motor mannerisms that involve either hand/finger 
flapping or twisting, or complex whole body movements;
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Diagnostic criteria o f Asperger's Syndrome from ICD_10 (World Health
Organisation  ^1993) continued
d. preoccupations with part-objects or non-functional elements of play materials (such 
as their colour, the feel of their surface, or the noise/vibration that they generate). 
However it would be less usual for these to include either motor mannerisms or 
preoccupations with part objects or non-functional elements of play materials
D. The disorder is not attributable to the other varieties of pervasive developmental disorder: 
simple schizophrenia, schizo-typal disorder, obsessive-compulsive disorder, anankastic 
personality disorder, reactive and disinhibited attachment disorders of childhood.
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Appendix B
Diagnostic Criteria for Asperger Syndrome in Adults
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Diagnostic criteria of Asperger syndrome in adults (Tantam, 1991)
In adulthood
Lack of non-verbal expressiveness, associated either with 1. idiosyncratic facial expressions, 
gestures, voice prosody or posture; or 2. an inability to recognise socially Important cues; or
3. both.
Unusual 'special' interests which are narrow and private. The special interest may be 
idiosyncratic or pursued obsessively, or both. Special interests often involve collecting objects 
or memorising facts.
Difficulty in behaving according to socially accepted conventions, particularly when these 
conventions are normally implicit.
Pragmatic abnormalities of speech.
Lack of close peer relationships often but not always, as a result of social advances being 
rebuffed by peers.
Impression of clumsiness.
In childhood
Symptoms as above, or symptoms of autism.
If childhood history unavailable, symptoms cannot be attributed to psychosis occuring after 
early childhood.
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10 December 2002
Ms
Dear Ms
Re: Exploring the subjective experiences of social interactions of people with
Asperger Syndrome
(Submission to South West London & St George’s Mental Health Services NHS 
Trust R&D Committee)
I am happy to let you know that your above proposal to the R&D Committee has been accepted, 
and you can proceed with no further amendment.
With best wishes.
Yours sincerely,
cc:
T
Fa
Our Ref: /
9th September 2002 
Miss
Trainee Clinical Psychologist
Direct Line.
Direct hax.
Email;
Dear
Re: Exploring the subjective experiences of social interactions of people with 
Asperger Syndrome: The role of qualitative research.-02.60.8
Thank you for your letter of 30  ^August 2002. The points we raised have been fully 
addressed and I am happy to approve commencement of the study.
Yours sincerely
Chairman
Local Research Ethics Committee
Please note: All research should be conducted in accordance with the guidelines of the Ethical
Committee: the reference number allocated to the project should be used in all 
correspondence with the Committee and the Committee should be informed:
(a) when the project is complete
(b) what stage the project is at one year from today’s date
(c) if any alterations are made to the treatment or protocol which might have affected 
ethical approval being granted.
(d) all investigators whose projects have been approved by this Committee are 
required to report at once any adverse experience affecting subjects in the study 
and at the same time state the current total number of Serious Adverse Events 
that have occurred.
Tef
Peer Reviewer Research Proposal Decision/Approval Letter
Researcher’s name & title: , Trainee Psychologist
Researcher’s workplace: University of
Project title: Exploring the subjective experiences of social interactions of people with 
Asperger S^drome: the role of qualitative research.
Date: (9 ^  November2002
Decision: Tick relevant box(s)
The research may proceed as described.
The research cannot proceed until ethical approval from 
K&R LREC has been gained (see comments below).
The research may proceed subject to the conditions listed below.
The research may not proceed at present: further clarification is required. 
See comments below.
The research may not proceed: see comments below.
10 ^
□
□
□
□
Conditions/Comments
(aacJ^ .
Peer reviewer 1: Name, title & signature Peer reviewer 2: Name, t|tM & slgi^ re^ ture
&
h U ;
23'" August 2002
Tel:
Fax:
Local Research Ethics Committee Offic
Tel- '
e-mail: ''
I
Dear Ms
Exploring the subjective experiences of social interactions of people with Asperger 
Syndrome
Thank you for attending our Local Research Ethics Committee meeting on Wednesday 2f^ —  
August to present your study.
We did not have any ethical issues of concern with regard to your stuuy and we are happy to give 
local ethics approval for your study to take place.
Please could you ensure that you forward to us any protocol amendments that may be issued 
during the study and that on completion of the study you send us a final report. We would also like 
to advise you that through the duration of the study, we may write to you and ask for a progress 
report and we would appreciate your response to this.
Please note: Ethical approval does not give you permission to carry out the work within the Trust.
This must be confirmed with the appropriate Trust Research and Development Department.
Yours sincerely
Mr
Vice Chairman, LREC
30 September 2002
Ms
Trainee Clinical Psychologist
Dear Ms
Exploring the subjective experience of social interaction of people with Asperger 
Syndrome (ACE/2002/77/Psvch) -  FAST TRACK
I am writing to inform you that the University Advisory Committee on Ethics has 
considered the above protocol under its ‘Fast Track’ procedure and has approved it on the 
understanding that the Ethical Guidelines for Teaching and Research are observed and the 
following condition is met:
• That the Protocol Cover Sheet is fully completed and returned to me, as indicated in 
my letter of 17 September 2002.
For your information, and future reference, these Guidelines can be downloaded from the 
Committee’s website at http://www. .. :
This letter of approval relates only to the study specified in your research protocol 
(ACE/2002/77/Psych) - Fast Track The Committee should be notified of any changes to 
the proposal, any adverse reactions and if  the study is terminated earlier than expected, 
with reasons.
Date of approval by the Advisory Committee on Ethics: 30 September 2002
Date of expiry of approval by the Advisory Committee on Ethics: 29 September 2007
Please inform me when the research has been completed.
Yours sincerely
Secretary, advisory Committee on Ethics
cc: Chairman, ACE
Supervisor,
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Participant Information Sheet 
Study title
Exploring the subjective experiences of social interactions of people with Asperger 
Syndrome.
You are being invited to take part in a research study. Before you decide it is 
important for you to understand why the research is being done and what it will 
involve. Please read the following information carefully. Please discuss it with friends, 
relatives and your GP if you wish. Ask us if anything is not clear or if you would like 
more information. Please take time to decide whether or not you wish to take part.
Consumers for Ethics in Research (CERES) publish a leaflet entitled 'Medical 
Research and You'. This leaflet gives more information about medical research and 
looks at some questions you may want to ask. A copy may be obtained from CERES, 
PO Box 1365, London N16 OBW
Thank you for reading this.
What is the purpose of the study?
We know that some people with Asperger Syndrome have difficulties in social 
situations. This sometimes has an effect on their well-being. However, very little 
research has looked at these difficulties from the individual's point of view. This 
project aims to ask people with Asperger Syndrome about social situations. This will 
help professionals understand people with Asperger Syndrome better, so they can 
give them better support.
The project should take about a year to complete. We hope to interview 10 to 15 
individuals with Asperger Syndrome. However, you would be asked to help for just 
one to two hours.
Why have I  been chosen?
You have been chosen as you use or have used services at the
or . As you know, you have a diagnosis of
Asperger Syndrome. Therefore we are interested in your views and experiences.
Do I  have to take part?
No, it is your choice. It is up to you to decide whether or not to take part. If you do 
decide to participate you will be given this information sheet to keep.
(one of the researchers) will come to meet you to answer any questions you may 
have. Then, if you still want to take part, you will be asked to sign a consent form. 
You will be given a copy of your signed consent form. If you decide to take part you 
can still withdraw at any time and without giving a reason. This will not affect the 
standard of care you receive.
What will happen to me if I  take part?
If you choose to take part, you will need to meet for up to 2 hours.
During this meeting, you will be asked about your experiences in social situations. 
Before the meeting you will be sent a list of the questions, so you have a chance to 
think about it before you come. The interview will be audio-taped to make sure your 
answers are recorded accurately.
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What do I  have to do?
You are simply asked to meet with to answer some questions about
your experiences in social situations.
What are the possible disadvantages and risks of taking part?
There are no risks to your health. You can ask to stop the interview at any time if 
you want to. If  necessary, can talk to you about what help you
might need.
What are the possible benefits of taking part?
There will be no direct benefits for you from taking part in this study. However, you 
will be helping us to understand people with Asperger Syndrome better. This will 
help us to provide better help and treatment.
Will my taking part in this study be kept confidential?
All information which is collected about you during the course of the research will be 
kept strictly confidential. Any information about you will have your name and 
address removed so that you cannot be recognised from it.
What will happen to the results of the research study?
The results of the research will be kept as part of a Clinical Psychology Doctorate 
Portfolio at the library from the end of 2003. You can get a
copy of the results by writing to ,
. You will not be identified in any report or publication
of the research.
Who is organising and funding the research?
The project is being carried out as part of a training Doctorate for Clinical 
Psychology. The is funding the research. The organisation of the
research is being aided by Primary Care Trust and
NHS Trust.
No payment will be made to the researchers or the organisations for including you in 
this study.
Who has reviewed the study?
- Chartered Clinical Psychologist
- Lead Consultant Clinical Psychologist
- Senior Clinical Tutor -
Local Research Ethics Committee
Health Authority Local Research Ethics Committee.
Contact for Further Information
- Trainee Clinical Psychologist, University of Surrey.
Telephone no.:
Thank you for taking the time to read this information sheet.
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Please could you answer the following questions?
I f  you would like some help, please ask the researcher.
I f  you cannot answer a question or you do not wish to answer one, 
please leave it blank. You do not have to explain why you did not 
answer.
Thank you.
1. How old are you?
2. Are you male or female?
3. How would you describe your ethnicity?
4. If you know, who diagnosed you with Asperger Syndrome?
5. How long have you had the diagnosis of Asperger Syndrome?
6. Do you have any mental health problems? If yes, what are they?
7a. Have you ever had treatment from any of the following? (Please tick).
Speech and Language Therapist 
Occupational Therapist 
Psychologist
Psychiatrist and/or Community Psychiatric Nurse
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7b. Have you had any help for your social skills?
Yes /  No (please circle)
7c. Have you had any help for your communication skills? 
Yes /  No (please circle)
8a. Who do you live with?
8b. How long have you been living with them?
9a. Are you employed?
Yes /  No (please circle)
9b. If yes, how many hours a week do you work?
10a. Do you attend a day centre or resource centre?
Yes /  No (please circle)
10b. If yes, how many hours a week do you attend?
Thank you for your help.
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Qualitative Interview Schedule for Investigating the 
experiences of social interactions of people with Asperger
Svndrome.
I am interested in your experiences of social interactions. Social interactions 
are when you have to talk to or mix with other people. The people can be 
people you know, like your family, friends and work mates, or people you 
have just met or don't know very well.
1. First, I would like to ask you about the types of social situations you find 
yourself in?... Situations when you have to talk to other people?
Prompts: Do you go out with friends? e.g. parties, meals, pubs etc. Tell me
about that...
Do you work?... What job do you do? Tell me about that...
Do you go to family gatherings, e.g. weddings, funerals, birthdays? 
Tell me about that...
What about any clubs you go to?
Do you make phone calls to friends/family/other people?
What about talking to people at the checkout when you go shopping? 
Tell me about what you do each day. (If necessary ask them to go 
through a typical day.)
If don't go out - try to establish why this might be - Do you prefer to 
do things on your own?... Why do you think that is?
If they can't think of any, ask them about being interviewed.
2. Could you tell me about your experiences in (this situation*)? (*Name one 
of the situations they mentioned).
Prompts: What is it like for you when you're in (the situation)?
What do you feel like?
What thoughts are passing through your mind? Before, during or 
after?
What, if anything, do you like or dislike about (the situation)?
What do you find hard or easy in (the situation)?
Can you tell me what in particular makes you feel/think (the way you 
do) in (this situation)?
What do you think of other people in (this situation)?
What do you think other people think of you? How do you feel about 
that?
I f  they are having difficuity with the above ievei o f prompts use...
Do you find it hard to have a conversation? - What do you feel like? 
What thoughts are passing through your mind?
Do you sometimes think that you have not understood something? 
Can you tell me about that?
Do you sometimes think that you have not understood what the other 
persons means? Can you tell me about that?
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3.
a. ( If  difficulties reported during sodai interactions) How do you manage 
your difficulties in social situations?
Prompts: What, if anything, do you do to cope with (the difficulties) you have
talked about?
What would make (the situation) easier for you to cope with?
What, if anything, do others do to help you to cope with (these 
difficulties)?
What would you like others do to help you cope with (these 
difficulties)?
b. ( If  no difficulties expressed) Sometimes people do have difficulties In 
social situations. They might find making conversation difficult or they 
don't seem to understand what is going on around them -
a. Why do you think they do? How do you think they might feel?
Have you ever had those difficulties? Could you tell me about 
that?
b. What should/could they do about it to make them feel better?
Have you ever used those techniques/strategies/skills? Could 
you tell me about that?
Go through each o f the situations the participant mentions in Q1 separately 
using the schedule each time as a guide.
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Appendix F
Consent Form
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Participant Identification Number for this trial:
CONSENT FORM 
Title of Project:
Exploring the subjective experiences of social interactions of people with 
Asperger Syndrome.
Name of Researcher:
Joanna Lilley, Trainee Clinical Psychologist
Please 
initial box
1 .1 confirm that I have read and understand the information sheet (dated 
11/02/03, version 6) for the above study and have had the opportunity to 
ask questions.
2 .1 understand that my participation is voluntary and that I am free to 
withdraw at any time, without giving any reason, without my medical care 
or legal rights being affected.
3 .1 agree to take part in the above study.
4 .1 agree that my interview can be audio-taped. I understand that the 
tape will be labelled with a code to protect my anonymity and destroyed 
at the end of the project.
Name of Participant Signature Date
Name of Person taking consent Signature Date
(if different from researcher)
Researcher Signature Date
1 for participant; 1 for researcher.
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Appendix G
Interview Transcript
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Appendix H
Table of Themes
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Themes
1. Perceived difficulties in social situations
Aspects of social situations participants found difficult
• Types of social situation found difficult 
• New situations
• Conversations
Initiating conversations 
Maintaining conversations 
Making jokes 
Having confrontations 
Misunderstanding non-verbal conversation 
Misunderstanding others requests 
Changes in severity of difficulties over time
2. Barriers to successful social interactions
Being excluded or ignored
Being stigmatised or feared
Being in groups
Participant's own personality
Others' personality
Having different interests
Having a lack of understanding by other people
Having a lack of things to talk about
Feeling unhappy
3. Emotions and thoughts related to social 
situations
Anxiety/Worry/Stress 
Frustration 
Self-consciousness 
Wanting to be accepted 
Feeling pressure to interact 
Feeling awkward 
Feeling inadequate/inferior 
Feeling distress 
Feeling sad 
Feeling embarrassed 
Feeling isolated/lonely
4. Coping strategies
Perseverance/Increased exposure to social situations 
Telling people about AS 
Avoidance of social situations 
Being assertive 
• Asking for help
Observing others behaviour and copying it 
Not caring what others think of them 
Generalising their difficulties to others
5. Facilitators for social interactions
For others to lead interactions
For other people to understand them
Having something to talk about/common interests
For others to be clear in their requests
Others' personality
Professional support and understanding 
Participant being willing to interact 
Knowing the other person for longer
6. Dilemma of whether to tell others of diagnosis 
7. Relationships
Forming relationships 
Characteristics of relationships 
Extent of permanence of friendships/relationships 
8. Participants' perception of others 
Perceiving others' behaviour as odd 
Learning about others from the media 
Having a stereotypical view of others 
Perceptions of others similar to them.
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